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This study investigates socialization and ideal 
expectations for the health professional role in the 
provision of quality terminal care. Guiding the research 
are role theory, socialization theory, and Talcott Parsons' 
(1951) pattern variables. 
The research was conducted in three phases. The first 
phase involved development of an analytical framework 
elaborating upon Parsons' five pattern variables, which were 
first conceptualized as dimensions describing the ways in 
which roles could vary. Specific indicators for each of the 
pattern variables were developed. Typologies characterizing 
(1) the medical, or conventional, model and (2) the holistic 
model (specifically, the hospice model) for the provision 
of health care based on these indicators then were 
developed. 
Using the analytical framework, the second and third 
phases consisted of: (1) a content analysis of the physiCian 
and nurse socialization literature to determine the role 
prescriptions learned by these health professionals; and (2) 
a content analysiS of open-ended interviews with a group 
(N=94) of terminally ill elderly patients (n=17), family 
members (n=38), and health professionals (n=39) from 10 
urban health care programs (five conventional and five 
hospice) to identify ideal role expectations for the health 
professional. 
MaJor findings were that: (1) Parsons' pattern 
variables, with elaboration, can provide a useful framework 
for role analysis; (2) physicians and nurses appear to be 
socialized to a number of role prescriptions consistent with 
3 
the medical model, although there is evidence of conflicting 
socialization (to both models) for some role prescriptions; 
(3) respondents' expectations generally were consistent with 
those prescribed by the hospice model with ~ome notable 
exceptions; (4) the role expectations of the three groups of 
respondents were more congruent than was expected, although 
subgroups' (conventional versus hospice) expectations tended 
to differ. 
Implications of the findings for: (1) role analysis; 
(2) socialization of health professionals to minimize role 
strain and conflict with patients and families; (3) 
continued implementation of conv~ntional and hospice models 
for the provision of quality terminal care; (4) assessment 
of the quality of terminal care are explored; and (5) 
further research are explored. 
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CHAPTER I 
INTRODUCTION 
§tet§~~Dt_Qf_Ih~_E~QQ1~m 
The quality of the care provided to individuals who 
are terminally ill has become in recent years a matter of 
increasing concern. This concern centers around alleged 
inadequacies in conventional care for meeting the needs of 
people suffering from a disease from which recovery is no 
longer possible. Among the numerous specific criticisms are 
the emphasis placed in the training and practice of health 
professionals on acute and curative care, providers' failure 
to contl·ol patients' pain and symptoms, the impersonal 
nature of care, and the lack of attention to patients' and 
families' psychosocial needs. 
Issues surrounding the quality of terminal care have 
particular relevance for the elderly: being old, being 
sick, and being near death are characteristics frequently 
viewed as 5ynonymous. Scientific advances have led to an 
increase in life expectancy, with an attendant rise in the 
incidence of chronic and terminal illnesses such as cancer 
and heart disease. As a result, a substantial proportion of 
those who are terminally ill are elderly. 
2 
The provision of quality terminal care is essentially 
an urban problem. Ours is an urban society. With speciali-
zation and advances in technology have come the hospital and 
other medical facilities for the delivery of health care 
services. Whereas in the past in rural America, people 
usually died at home, in today's urban setting death occurs 
primarily in these specialized, urban health care 
institutions. 
In response to perceived deficiencies in care of the 
terminally ill, an alternative concept of terminal care has 
been proposed: the hospice philosophy of care. With the 
proliferation of hospice proponents, the issue of the 
efficacy of this model of care as an alternative to conven-
tional care for the terminally ill takes on increasing 
significance. Federal and state governments already have 
implemented rules and regulations governing licensure and 
reimbursement of the burgeoning number of hospice programs 
throughout the country. 
Yet, even among hospice supporters, the proliferation 
of hospice programs has given rise to a number of concerns 
and questions regarding the viability of the hospice concept 
in America. Can hospice meet the needs of the dying, and 
how well can it meet these needs? How acceptable is the 
hospice concept to consumers and providers of care? Hospice 
care was conceived and developed in Britain; can hospice 
principles be implemented and feasibly administered in the 
U.S.? Can hospice become integrated into the traditional 
health care system? If so, can its integrity be preserved? 
As the number of hospices increases, and as the shortage o~ 
key healtn personnel such as nurses continues, can current 
training programs produce professionals with the character-
istics and qualifications necessary to provide hospice 
cat~e? 
The problem addressed in this research is the adequacy 
of the socialization of physicians and nurses for the 
Pt~,:'visic'\"'1 clf quality tet~miY"lal care, as "quality" is defined 
by consumers and providers alike. Specifically, the 
normative role prescriptions of two groups of health 
professionals, physicians and nurses, as conveyed through 
professional and workplace socialization, are identified and 
analyzed with emphasis on the conventional and the hospice 
These role prescriptions then are compared 
with the expectations for the ideal provider of terminal 
care that are held by a group (N=94) of terminally ill 
patients (n=17), family members of terminally ill patients 
(n=38), and health professionals who themselves provide 
terminal care (n=39). The ultimate aim of the research is 
to identify ways in which the quality of terminal care may 
be irnprc,ved. 
This research is approached from a perspective that is 
primarily structural-functional. The theoretical framework 
4 
guiding the research is derived from role theory, specifi-
cally as it relates to socialization for professional roles. 
Parsons' (1951) pattern variables of role expectations are 
operationalized and used to classify, first, the various 
normative role expectations to which physicians and nurses 
are socialized and, second, the expectations for the ideal 
provider of terminal care held by the patients, family 
members and currently practicing health professionals who 
were interviewed. 
The research is both basic and applied in nature. It 
contributes to knowledge about the nature of the health 
provider role with respect to the provision of terminal 
care, examining the definition of a "professional;" An 
analytical framework comprised of indicators of expectations 
for the health professional role is developed, operational-
izing and elaborating upon Parsons' pattern variable 
framework. This research tests the adequacy of the pattern 
variables for role analysis, particularly for (a) differen-
tiating between the role of the health professional under 
the medical model of care and this role under the holistic 
model, (b) differentiating between two professional roles 
(physicians and nurses), and (c) differentiating among the 
role expectations of the occupants of various roles within 
the role set (patients, family members, and health 
professionals. 
5 
The finoings of the research have a number of 
practical implications. The specific indicators of role 
expectations developed based on Parsons' pattern variables 
provide a broad framework from which to view the role 
expectations associated with the health professional's role 
in the provision of terminal care. This framework can be 
used in the development of instrumentation for assessing the 
quality of terminal care and, following further refinement, 
for recruiting and selecting health professionals for the 
provision of quality terminal care. 
The illumination of consistencies and inconsistencies 
in profeSSional and workplace socialization of physicians 
and nurses enables the identification of sources of role 
strain such as inconsistent patterning of the pattern 
variables or socialization of professionals to both models 
of care. Areas where modifications in education may be 
called for to minimize these inconsistencies can then be 
determined. 
The findings from the comparison of patients', family 
members', and health professionals' perceptions of attitudes 
and behaviors of health professionals that contribute to the 
provision of quality terminal care point to arenas of 
potential conflict among these groups and also have 
implications both for role theory and for socialization 
theory. The research, therefore, has implications both for 
crofeSSlonaL sociallzatlon and for catlen~ ana famlly 
educa~ion. 
Finally, tne findings from the comoarison of 
patlents', families', and provlders' descriptions of their 
ideal provider of terminal care with the princioles of care 
embodled in the medical and the holistic mOdels aid in as-
certaining the desirability and long-term viabili~y of these 
two moaels for the provision of quality terminal care. 
Q~§~Yi§~ 
The remaining chapters of the dissertation further 
introduce the topic~ review relevant literature, describe 
the methodology used for implementing the research, detail 
the findings, and discuss the implications of the findings. 
Chapter II reviews three areas of pertinent litera-
ture. Included are the literatures describing (1) the 
models of health care provision in America, (2) the state of 
the art relative to care of the dying in America, and (3) 
the definition and assessment of quality care. 
Chapter III outlines the conceptual tools used in the 
research and includes an overview of issues in the conceptu-
alization of role and role theory and socialization theory. 
Chapter IV applies the conceptual tools discussed in 
the crevious chapter in its description of the research. In 
particular, the conceptual framework underlying the study is 
cresented, and the specific research Questions are 
detailed. 
Chaoter V outll~es the research desig~ a~d methods. 
This research was co~duc~ed a~d is described in three 
phases. The first phase involved the development of an 
analytical model, based on Parsons' oattern variables, for 
use in classifying the role expectations of health profes-
sionals. In the second ohase, a systematic review of 
7 
literature was conducted for the purpose of identifying the 
role prescriptions and expectations to which physicians and 
nurses in training are professionally socialized. The 
strategy employed for identifying the role prescriptions and 
expectations to which physicians and nurses are socialized 
is described here. The third phase consisted of reanalysis 
of data gathered in the earlier exploratory study described 
above. These data were used to determine patients', 
families', and health providers' role expectations for the 
provider of quality terminal care. The procedures for 
selecting respondents, the interview schedules used, and the 
quality and limitations of the data are discussed. 
Chapter VI presents the analytical model developed in 
the first phase of the research, as described in Chapter V. 
Chapter VII details the results of the study, using the 
analytical model. I~ this chaoter, each of the research 
questions is dea!t with separately. The final chapter, 
Chapter VIII, summarizes the fi~dings and discusses their 
theoretical and practical implications. 
CHAPTER II 
REVIEW OF THE LITERATURE 
Three literatures relevant to this dissertation will 
be reviewed here: (1) literature concerning the models of 
health care provisioYI iYI America tc.day; (2) litel"ature 
regarding the care of the dying in Rmerica today; and (3) 
literature relating to the definition and assessment of the 
quality of health care. 
MODELS OF HEALTH CARE PROVISION IN RMERICA TODAY 
Q~§£~iQiiQn_Qf_Ing_~s~Q~_~Qg~l§ 
Hardy (1978) states that there is no one prevailing 
paradigm, or model, that is used by health professionals. 
Two models, however, appear to dominate Rmerican health 
care: the medical model and the holistic model. 
competing models are described in this section. 
These two 
The first maJor model of health 
care provision in America has been variously referred to as 
the "medical intervention pattern," the "disease model," Ot" 
the "biomedical model" (Freidson, 1970a); the "classical 
hospital care model" (Wessen, 1966, cited in Rosenthal et 
al., 1980); the "medical teaching model" (Coombs and Pc.wers, 
1975); aYld the "trad it iOYlal pattern" (Germain, 1 9aO) • This 
first model wlil be referred to here either as the medical 
model or as conven~ional care. 
Freidson (1970a) cnaracterizes the medical model as 
having the features of: 
(1) physician dominance, with staff's work organized by 
physician orders; 
(2) consideration of the patient as incapable of Judging 
what is needed and expecting him/her to submit 
passively to the Judgment and treatment of staff; 
(3) impersonal interaction between patients and staff, 
since staff serve mainly as the physician's agents in 
dealing with the patient; and 
(4) interaction among various staff members ordered by 
professional chain of command because of the 
physician's dominance. 
Germai rl (1980: 46), te":I, pl:n~trays the "t'r~ad it i,:lrlal 
pattern" as I:.rle I:.f "medical dC1miriarice and bureaucl'~atic 
cO .... lstrairlts" irl health ca'r~e irlstitl_lti':lrls. 
Prl::ofessic,rlal authol"i ty, then, is the first cri tical 
element in the medical model. In this model, the physi-
cian's role is characterized by dominance over the patient 
as well as over other health care professionals. 
(1951), whose theories exemplify the medical model and whose 
work in this area will be described in subsequent sections 
in considerable detail, conceptualizes the patient, who 
,:,ccupies the "sick r,:,le," as being tempc,rarily irl a deviant 
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status and in need of expert help to end his or her 
deviancy. Under thlS model, the assumotion is made that the 
instructions of medical authority must be accepteo in oreer 
for the patient to get well (Haug, 1979). 
Initiation of the medical model in medical education 
began from 1890 to 1910 (Bloom, 1979:5), when: 
a revolution in the content and structure of 
American medical education occurred. What had been 
for well over a century a frontier-oriented system, 
characterized by the methods of apprenticeship ano a 
proprietary type of organization, was replaced by a 
combination of extended academic training within the 
laboratories and classrooms of the university 
graduate school and bedside clinical teaching in 
university hospitals. Until today, over more than a 
half-century later, this general form has persisted, 
producing an elite corps of highly trained medical 
specialists who are prepared to practice a science-
based, technologically complex type of medicine. 
Bloom's (1979) description demonstrates the seconO 
critical characteristic of the medical model: the 
importance of sophisticated technology and technical 
ex pert i se, i Y'IC ll.\d i Y'lg spec i a Ii zat i e'Y'I. Coombs and Powers 
(1975:260) view this feature as the primary one distin-
guishing the medical model, stating that the medical model 
disease processes and a ready command of clinical 
techl'"lique) ..... 
The third characteristic of the medical model is 
impersonal interaction, or the lack of expression of affect 
or concern on the part of the professional (including the 
nurse and the physician) toward the patient. 
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by Bloom (1979), a dichotomy typically is drawn between 
sk1lls and knowledge, on the one hand, and concern for the 
oatient on the other hand. 
Donabedian (1980) makes a similar distinction in his 
discussion of the way in which quality of care assessment 
research tyoically divides the care given into two domains: 
the technical and the interpersonal. Technical cal'~e is "the 
apolication of the science and technology of medicine, and 
of the other health sciences, to the management of a person-
al health pl"c,blern" (D.:q"labediarl, 1980:4). Interpersonal care 
is "the rnarlagerllerlt c.f the sc.cial arid psych.:.l.:ogical irltet'ac-
tion between client and practitioner" (Donabedian, 1980:4). 
Likewise, Freids.:orl (1951) refers to "cc.mpetence" c.rl 
the O1"le ha1"ld arid II persc.rlal i 1"lterest" c.n the other harld. I 1"1 
the medical model, emphasis is placed on the technical 
aspects of care, on the competence side; emotional and 
psychosocial problems are defined as out the realm of 
medical competence .::.r resporlsibility (R.:.bins.:on, 1974). 
The second major model of health 
cat'e pre,vision i1"l America is that c.f "holistic" or "cc.mpl'~e-
hensive" care (Blc,,:.(O, 1979; Field, 1953; Freidsc.r., 1970a; 
Mertor., 1957b; Rosenthal et al., 1980). B l.=u,:.m (1979 : 11 ) 
refers tc. this sec.:.rld me.del as the "rlew hurl1anism" (i.e., of 
medical ethics): 
The intent is to assure tne patient a type of medi-
cal care that, in additior. to the best scientific 
techniques, would include concern aoout the emo-
tional and social factors in tne oatient1s illness. 
Furthermore, according to Freidson (1970a:134), this 
meldel maintairls "the view that ailmerlts shcluld Y"11:,t be 
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managed discretely, separately from each other by individual 
specialists. II 
Field (1953) IS one proponent of this model or ohilo-
sl:lphy of "tcltal medical cat'e" and its cCIY"lcept clf "patients 
as pe,:,ple." She (Field, 1953) advocates a broadened conceot 
of illness, particularly prolonged illness, as both a medi-
cal and a social prOblem. Also, she advises an emphasis on 
the intrinsic wortn of the patient as a person, with inter-
est centered not merely on the disease process, but on the 
patient as a person and on his or her social background as 
well. 
In describing this concept of comprehensive, or 
holistic, medical care, Field (1953) outlines the need for: 
(1) attention to the social and emotional factors; (2) care 
of the family as a unit of treatment; (3) rehabilitation as 
a part of total medical care (including self care and 
sheltered workshops); and (4) inclusion of social service 
(specifically, the establishment of a social service 
department) as a part of total medical care. Wi th regard tel 
the second feature <inclusion of the family in the care), 
Field (1953:219) asset'ts, "Experience has demclYlstrated that 
the illness of one member of the family has its repercus-
sions on the entire group, affecting their health and well 
being." Rehabilitation (the third feature) has a role in 
the provision of terminal care insofar as rehabilitation 
therapy is aimed at promoting quality of life. 
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Merton (1957b) also has described tnis holistic mODel 
of health care provision. In his review of the history of 
medical education, he notes the recent advances in psycho-
sClmat ic mea ici Y"fe aY"ld the "}"'eY"lewed emphas i s, with i Y"I med i ci ne, 
upon the c':'Y"lcept e,f :the patient as a wh,:,le pet's':;'Y"I. :" 
(Merton, 19570:25). AY"I adve,catel:,f this "social mediciY"le, II 
Merton (1957) cites many physicians who feel as he does. 
E~~~giBm2_Qf_Ib§_QQ£tQ~=e~ti§nt_8§1~tiQn2biQ_~itbin_Ibg_ 
~gQi£~1_8nQ_Ih§_~Qli2ti£_~QQ§12 
There are several paradigms of the doctor-patient 
relationship that fit generally within either the medical 
model or the holistic model of health care provision. These 
paradigms focus on two related features which differentiate 
the medical and the holistic models of care: (1) physician 
authority and patient participation, and (2) communication, 
particularly physician disclosure of the diagnosis and 
progY"lclsis. 
the principal differences between the medical and the 
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holistic model concerns ~he amount of authority the physi-
ci 2.1'", nas. In the medical model, as noted above, the patient 
is expected to defer to the ohysician's authority and 
In the holistic mOdel, the patient participates 
in his or her own care and is involved in treatment 
decisiclY"ls. Sevet~al authl:lr~s have descr~i bed rll0del s of lithe 
physician authority in this relationship. 
Particularly illustrative and salient is Talcott 
Parsons' (1937, cited in Bloom and Summey, 1976) model of 
the doctor-patient relationship as a social system. 
Parsons' model includes the following premises, as described 
by Bloom and Summey (1976:21-22): 
1. The problem of health is intimately involved in 
the f~n£i!Qn§l_Q~§~§gy!§!t§§ of the social 
system. Too low a general level of health, too 
high an incidence of illness, is ~~§f~n£iiQn§l. 
2. Sickness and health are, because of their 
importance, Q§~t_Qf_ih§_£YliY~§. 
3. Health care is a §Q£i§!_~Q!§_~§!§i!Qn§hiQ bet-
ween a helping agent and a person needing help. 
4. The social roles of the health care relationship 
are a patterned sector of culture and are thus 
!§§~n§g_§ggygn£§§_Qf_Q§b§~iQ~· 
Quoting Parsons (1951), Bloom and Summey (1976:24) point out 
that the premise of the Parsonian model of the doctor-
patient system is one of functional specificity: "Moderrl 
medicine is organized about the application of scientific 
knowledge to the problems of illness and health and to the 
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Derived from these oremises are Parsons' ideal types 
of sick and professional roles (Bloom and Summey, 1976). 
The sick role is characterized as an involuntary, temporary 
form of undesirable and disruptive social deviance, which 
"must be cc.ntt~.:.lled t.:. pt'eveY'lt abl..lses by pet'sons whc. gair. 
psychological rewards as a result of tne legitimized 
dependency of illness" (Bloom and Summey, 1976:23). The 
individual who occupies the sick role has certain obliga-
t i C'Y'IS: "t.:. be rolc.tivated to get well;" "tC' seek tecnnlcally 
cc.r,'petent helo;" aY'ld "to trust tne dc.cto:.t~; cor, tc. accept the 
competence gap (the asymmetry of the relationship)" (Bloom 
and Summey, 1976:24, citing Parsons, 1951). The Cocct..lpant cof 
the sick role has privileges as well, including exemption 
frconl "perfc.t~maY'lce c.f Y'lot'mal scoci al ob I i gat i':'Y'ls" arid frcor" 
"respo:oY'lsibility fc.r one's COWY'I state" 
1976:24, citing Parsons, 1951). 
(B1 0::' Co r" arid Summey, 
The d.:.ctc.r, who::. coccupies the pt~c.fessic.nal rc.le, is 
obligated tc. "act fot' the welfare of the patierlt;" to "be 
gl..lided by the rules c.f prcofessic.nal behavior; II to "a.pply 
high degree of achieved skill and knowledge to problems of 
ill ness;" aY'ld to "be cobJect i ve arid emo:.t io:orlally detached" 
(Bloom and Summey, 1976:24, citing Parsons, 1951). The 
privileges of the professional role include: "access teo 
physical and personal intimacyo, (i.e., in examination of the 
patient's body); "aut o:.n.:orny;" aY'ld "pr'ofessio:,nal d.:ominaY'lce" 
(Bloom and Summey, 1976:24, citing Parsons, 1951). 
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Szasz and Hollender (1955) extended the Parsonian 
mOdel by cositing a three-fold tyoology of the doctor-
catlent relationship which incorporated the impllcations for 
this relationship of various types of illness. This 
typology includes: (1) act i vi ty-oass i vi t y; (2) g I_lidance--
cooperation; and (3) mutual participation. The fit~st two of 
these types are essentially synonymous with the medical 
mClde 1. The third parallels tMe holistic model. 
Szasz and Hollender's (1956:586) first type of doctor-
pat i ent t"e 1 at i 1:1l'"ISil i p (act i v i ty-pass i vi ty) is lit he 1:11 dest 
cc,rlceptual ml~del." Here, the physician dl:les somethir,g tQ 
Szasz and Hollender (1956) state that this 
Model's orientation originated in and is appropriate for 
treatment of emergencies. Th is type "grat i fies physiciarls' 
needs for mastery and contributes to feelings of superior-
ity ••• it requires that the physician disidentify with the 
patiel'"lt as a pel"~sclr," (Szasz arid Hc,ller,der, 1956). 
The second type (guidance-cooperation) is that which 
Szasz and Hollender (1956:585) assert "underlies much of 
r,ledical practice." This type of t"elati':'l'lship is emplc,yed in 
non-emergency situations. While the patient is acutely ill, 
he C,t" she "is cc,r,scic''-IS arid has feelings al',d aspit"atiorls c,f 
his or her I:'wn." The patierlt seeks the physiciarl's help, is 
willing to cooperate, and transfers power to the physician 
due to the physician's knowledge of medicine. 1rl this type 
of relationship, the patient is expected to look up to, 
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obey, ana not aues~ion the pnysician. While similar to the 
fir~st tyee ,:,f r~elati':'Y"lsnie. iY"1 this seccq'"ld tyl'Je ther~9 is 
less disidentification wi~h ~he patien~ on the part of the 
physician (Szasz and Hollender, 1956). 
The third type of relationship (mutual participation) 
"is oredicated C'Y"I the pc,stula"'::e thai:; equality arrlorlg hWI1BY"1 
oeings is desirable" (Szasz and Hollender, 1956:587). For 
an interaction of this type, participants Must have aoprox-
imately equal power, must be interoependent, and must engage 
in Mutually satisfactory behavior. 
This thi'r~d type c.f t~elatic.rlship, while "esseY"ltially 
fc.r~eign tc. medicirle," (Szasz arid Hc.llerlder, 1956:588) is 
most appropriate and necessary the greater the intellectual, 
educational, and general experiential similarity between the 
physiciaY"1 al'"ld the patierlt (Szasz arid H.:.llerldet~, 1955). It 
"may alsc. be :realistic: and rlecessary, as, f.:.t~ example, irl 
the mal'"lagernent c.f fllC.St chrorlic ill rlesses," whet~e the 
"patieY"lt's OWl'"1 exper~iel'"lces pr.:.vide reliable arid imp.::Ot~tarlt 
clues for therapy" (Szasz and Hollender, 1955:587). The 
same would be true for the management of terminal illness. 
Szasz and Hollender (1955:588) note that this thiro 
tyee cd dc.ctc.r-patieY"lt t~elati.:.rlship is "chat~actet'ized by a 
high degt'ee .:.f empathy" al'"ld "has elemerlts c.fterr assc.ciated 
with the notions of friendship and partnership and the 
impartirrg of expert advice." The physician helps the 
patient helD himself (Szasz and Hollender, 1955). Irrstead 
of ceriving satisfaction from Dower over someone else, the 
physician's sa-cisfactic,rls st'=fJ1 fl'~C'rll "rl1c'r'e a:::Jstr'act, 12ss 
'.!rlder'sto.:,d kirlds c.f master'y" (Szasz and Hollender, 1956: 
588) • Szasz and Hollender (1956) point out that the 
physician must undergo a process of change as he or she 
strives to alter the patien-c's state if the patient's 
emergent needs are to be complemented. Other'wise, the 
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physieiarl "fcdsts up.:.r, the patient the same ... 'c,le c,f helpless 
passivity from which he (allegedly) tried to rescue him in 
the first place" (Szasz arId Hc,ller-Idel", 1956:588). 
Szasz and Hollender (1956) argue that each of the 
three types of therapeutic relationships is appropriate 
under certain circumstances. When there is a change, such 
as in the patient's symptoMs or in the way he or she wishes 
to relate to the physician, they state that the physician 
must charlge. In the situation of a patient with a disease 
that has progressed t,:, becc.me i rlcur~ab I e, it may be i nfer ... ~ed 
that the phys iei arl, il"l his .:,"1"'"' her pc'wel'~ 1 essness t.:. cUr'e, 
rIll.ISt change his c·r her attitude. 
Blc.c,rll and Summey (1976: 23) pc, i rlt c.ut that in the Szasz 
arid Hc,llerldel'~ typ,:,l':'gy, as in the Pars.:.niarl m.:.del, "depen-
dence-independence is the behavioral quality which is most 
sigrlificant." The exterlt c.f physiciarl domirlarlce, c.t' patient 
passivity or dependence, required in this role was posited 
to depend on the nature of the patient's illness. Szasz arid 
Hollender's typology of the doctor-oatient relationship has 
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imollca~lons for the orofessional socialization of 
ahysicial'"ls: 
If, therefore, tne doctor learns to act as a 
dominant, controlling figure, essentially 
authoritarian, and uses this style under all 
conditions, he is bound to fail when he enters a 
situation with a patient in which mutual 
participation and not the active-passive interaction 
is required (Bloom and Summey, 1975:25). 
With regard to these models of the doctor-patient 
relationship proposed by Szasz and Hollender (1955), Freid-
son <cited by Robinson, 1'374) argues that logically, there 
should be two additional models: one in which the patient 
guides and the doctor cooperates, and another in which the 
patient is active and the doctor is passive. 
additional models would fall under the umbrella of holistic 
care. 
Haug (1979) is another scholar who has addressed the 
issue of the authority of physicians in the doctor-patient 
re 1 at i OY"lsh i p. Her work has focused specifically on physi-
cians' relationships with elderly patients. She Y"lotes that 
physiciarl authclrity is legitimated arId is a "tai<el'"l-fclr 
physicians have the necessary expertise to deal with 
patients' problems. Citing Freidson (1970a; 1970b) and 
Parsons (1975), Haug (1979) argues that it is this power 
relat iCIY"lship, ot~ "competence gap, II that dist irrguishes 
professionals from nonprofessionals. 
20 
aoctor-patient relationship increasingly has been challenged 
since the mid-1960's. The unwilling~ess to accept proies-
sio~al authority without question o~ the part of clients has 
beerl charactet'ized as Ic.:.rISI.lmerism" (Reedet', 1972, cited in 
According to Haug (1979), evidence of this 
trend toward increased consumerism is fou~d in the demand 
for accountability and co~sumer quality assessment (Reeder, 
1972), the various self care movements (Levin et al., 1976), 
and the popularity of do-it-yourself books (Sehnert and 
Eiserlbet'g, 1976) (all cited irl Haug, 197'3). 
To test the question of whether the elderly, too, are 
challenging physician authority, Haug (1'379) conducted an 
interview survey of 640 randomly sampled persons in a mid-
westet'l'"1 state. She found that the 153 respondents aged 60 
and over were more likely to accept physician authority, 
both in terms of attitudes and behaviors, than were younger 
groups (25~ of the younger groups, compared to only 8~ of 
the persons aged 60 or elder had high scores on a measure of 
willingness to challenge physician authority). Haug (1'379: 
859) cc.nc 1 udes: 
Because future cohorts of the elderly are likely to 
be better eaucated a~d thus more medically knowled-
geable, and carryover current tendencies rejecting 
authority, it is suggested that physicians will need 
to exercise their powers of persuasion, and depend 
less on their traditional authority in encounters 
with patiel'"lts. 
21 
Veatcn al'"ld Tai (1980) als.:. note the "new" mc.t'al n()t'rllS 
.:of (1) oatient autonomy ana (2) patient self-determination, 
or at least consen~ to medical treatment, and argue that 
there is a perceotible shift toward these norMS. The 
standard for disclosure based on the consensus of one's 
colleagues has been gradually abandoned, they assert, in 
favor' of the "reas.:onable pers.:.rl starldard," irl which the 
physician is required to disclose what a reasonable person 
would find relevant for Making a decision to participate in 
the theraoy (Veatch and Tai, 1980). 
Eb~§i£i~n_~Qmm~ni£~tiQn_iQi§£lQ§~~~L_~itQ_E~ti~ni§· 
ComMunication by the physician with the patient, or with the 
patient and the family, is one way in which the extent of 
the physician's authority and of the patient's participation 
in the care may be manifest. The following paragraphs 
describe some of the literature with regard to this area. 
In a study specifically of physicians' preferences for 
revealing or not revealing diagnosis of a fatal illness to 
patients and their families, Harman (1971) posits two dis-
The fit'st, the "psychiatric (semi-Freudial'"l) 
me.del," pc\l"allels the medical model. This psychiatric Model 
is derived from Wahl's work (1965, cited in Harman, 1971) 
and addresses ~b~tb~~ to tell, and bQ~_my£b to tell, 
patients and their families. 
The assumpti':Ol'"ls c.f this "osychiatric" model are that: 
(1) fear, denial, and repression of death are natural, and 
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that confrontation of the fact tha~ one is eying is danger-
ous to the stability of one's mind; (2) SUCh a stressful 
communication must be made only on the basis of a deep 
personal knowledge of the patient; (3) there is a medical 
decision model (Freidson, 1971, cited in Harman, 1971) that 
favors diagnosing sickness rather than health, and this 
leads to assuming damage is likely to occur when a patient 
is cO ..... lft~,::. ..... lted with fatal illY'less; thus, (4) it is safer fOt' 
patients' mental health to interpret their questions as 
needing denial and reassurance rather than to guide patients 
to "accepta ..... lce c,f dyi ..... lg c\Y'ld death" (Hcn~man, 1971 :57-(8). 
The second model posited by Harman (1971) for 
revealirlg fatal illness is the "sc,cial-psych,:,l'::.gical mc,del." 
This model parallels the holistic model, and derives from 
the work of Glaser and Strauss (1955, 1968), WeiSMan and 
Hackett (1965, cited in Harman, 1971), and Verwoerdt (1956, 
cited in Harman, 1971). 
patients of their prognosis is addressed; this model assumes 
that most patients should be told. 
The assuMptic, ..... ls of Harman's (1971) "s,:,cial-psychc,lc'gi-
cal fllc.del f':'r t~evealiY"lg fatal illY"less" are: ( 1) I'l1C,st 
pat ierlts at~e stable arid able to endure being told; (2) 
stressful information must be presented with tact and 
compassion; falsehoods and bluntness are to be avoided; when 
attainable, personal knowledge of patients and their likely 
response is of great assistance; (3) patients should be 
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"helped tCI achieve as apOt',:'ot'iate a death as individually 
pc,ssible;" (4) a bias tClward a health diagnc,sis t'ather thaY"1 
one of sickness is better for most patients; it should be 
assumed that telliY"lg is less damaging thaY"l not telliY"l9; (5) 
a patient's silence regarding dying and death should Y"lot be 
ascribed to lack of interest (HarmaY"l, 1971:69-70). 
Veatch and Tai (1980) also call attention to the 
preseY"lce of tWCI diffet'ing sets of "medical ethical Y"lot'ms" 
soecifically with regard to disclosure of diagnosis and 
pr,:'gY"losi s. They assert that "physicians traditi':'Y"lally have 
been committed to the ethical principle that their duty was 
to do what they thought would be beneficial to their 
pat ient." They note that sClmet imes this "(IClt'fI1 is expt'essed 
negatively: The 
"traditi':'Y'lal" belief clf medical prclfessi':'"(lals is that harm 
is caused by disclosure; this norm is a patient-protective, 
paternalistic norm (Veatch and Tai, 1980). 
The "new" belief is that it is beneficial tel discl,;:.se 
to the patient his or her diagnosis and/or prognosis, aY"ld 
that harm is caused by Y"londisclosure. Veatch and Tai (1980: 
37) assert that "preserltly ••• not t:.rlly has the belief about 
benefits and harms come unstuck, but the basic norm has as 
well." 
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I~~_~Q~t§~t_EQ~_~~~~g§_~~~~§g~_~Q~~l§ 
From the above descriptions of the medical and the 
holistic models for health care provision and the various 
specific submodels, a sense of cyclical movement between the 
two models is discerned. R,:,se'nthal et al. (1980) desct~ibe 
the "traditiclrlal hClspital pattet~rl" arid say that clver the 
past few decades this model has been undergoing change 
toward one of comprehensive, or holistic, care. 
Field (1953) points out, however, that the concept of 
the pat ient as a whl::.le perscln is rl,:,t IO rlew ; 10 that a sick 
organ cannot be separated from the person to whom it belongs 
is attested by the age-old adage that "the part carl never be 
well urlless the wh.:,le is well." Nc.r is the corlcept clf the 
interrelationship between physical and emotional states new: 
~§n§_~~n~_in_£Q~QQ~§_~~nQ (mind healthy, body healthy) is 
possibly older than the Roman Empire (Field, 1953). 
(1'357:25) alscl argues that "the lineage clf this idea is, of 
cClurse, ancierlt--Jclhn LClcke, Frarlcis Weld Peabcldy ••• II 
(Merton, 1957:25). In other words, the concept of the 
holistic model of care prceded that of the medical model, 
and now there is some evidence of a return, at least 
theoretically, to this holistic model of care. 
What, then, initially caused the idea of holistic, or 
comprehensive care to fall from favor? According to Bloom 
(1'37'3:5), a key role was played by the famous Flexner 
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Report, which indicted tne poor quality of medical education 
in the early 1900's. 
tic.n" i1""1 medical edl.lcati'~1""1 (Bloom, 1979). 
logically simple system e~isted. A new model of medical 
education, the medical model, evolved in response. The 
effect of this new educational model was a dramatic increase 
i1""1 medical specializatit::01""1 (Bl,:.c,m, 1979). 
Accompanying this increase in speCialization was a 
dehUManization of medicine (Bloom, 1979). 
change in the nature of the dominant or paradigm diseases 
also occurred (Veatch and Tai, 1980). Prior to the 1960's, 
"the paradigm disease was the aggressive, acute iYlfect ion," 
and the expected outcomes were either rapid death or cure 
(Veatch and Tai, 1980:41). "As long as the mc,del was acute 
illness with a passive, perhaps unconscious, patient, the 
authoritarian, rather paternalistic physician was understan-
dC'.ble" (Veatch en"ld Tai, 1980:41>. However, by the 1960's, 
with technological developments such as hemodialysis; heart 
transplant; surgery, radiation, and chemotherapy for malig-
nancies; and perfection of the respirator, the infectious 
diseases and the diseases of infancy were all but eliminated 
(Veatch and Tai, 1980). "Chl"onic disease suddeYlly became 
the sc.cially dc,mi1""la1""lt or paradigm disease" (Veatch a1""ld Tai, 
1980 :41>. 
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Wlth this shift in paradigm disease caMe a different 
type clf pat i erlt : one who is ill and debilitated only 
intermittently, and who is mucn more capable of partici-
pating in his or her own care (Veatch and Tai, 1980). 
Robinson (1974), too, points to the distinguishing 
characteristics of long-term, chronic, or permanent illness 
that necessitate a mOdel different from the Parsonian model 
of illness, where the patient is expected to desire to get 
well and to conform to other expectations that are based on 
the assumed temporariness of the condition. 
Bloom (1979) also discusses the pressures for change 
from the medical model to the holistic model. He argues 
that these pressures began soon after World War II, and that 
changes in response were initiated at the medical school at 
Western Reserve. The changes initiated encompassed the key 
cClrlcepts clf: (1) integration (both among academic disci-
plines, and betweeY'1 preclirrical and clinical trairring); (2) 
human development; and (3) comprehensive care. The overall 
goal of these changes was the humanizing of medicine, to 
"reoair what wet~e believed tCI be the dehr..ul1arlizirlg effects of 
scientific specialization, but with a retention of the best 
clf scierlce" (BloclfIl, 1979: 6) • The method involved assigning 
for the first time to the behavioral sciences, including 
psychology, sociology, and anthropology, a role in the basic 
sciences of medicine. Thus, the pendulum had swung back 
toward the holistic model of care. 
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Rdaitional light on the causes for the shift toward a 
holistic model of care is shed by Haug (1979). She attri-
butes the er',:,sion of physiciarl authclrity tCI the "l0::0ss of 
knowledge monoooly, a function of rising education levels of 
the gerler'al oublic arid increases irl health irlfor'rnation." 
She pClints t':1 the rIl,:,verneY"lt tClwal"d "cclrlsumerism," the deri1and 
for accountability and consumer quality assessment, and the 
pc,oularity of the cCIY"lcepts clf self-care arid "d,:,-it-
your'self." Veatch and Tai (1980:41) als,:, nc,te the "in-
cr'easirlg sClphisticatioY"1 of the lay pClp'.llaticlrl." 
At the same time, with the advent of chronic disease 
and sophisticated medical technology, a concurrent change in 
the health care delivery system occurred as well (Veatch and 
Tai, 1 9aO) • They pcoirlt tCI the charlge frClm the "traditil:lnal 
mCldel" clf the II iscllated physician caring fClr the iscllated 
pat i er,t per'haDs with a rlurse arid fami ly star,d i ng by," (al-
thclugh they state that "that mCldel probably never' l"eally 
dClmirlated irl pure form, II that this was the "image") tCI the 
current model: the hospital, which is a health care 
bureaucracy, if not a team (due to poor interprofessional 
cl:.rnrounicat ion) (Veatch and Tai, 1980:42). 
1976, 70 percent of patients died in the hospital, up from 
49 percent 30 years prior (Veatch and Tai, 1980, citing 
Ryder and Ross, 1971). 
Coombs and Powers (1975, citing Parsons and Lidz, 
1967) make this same point. They note that in the past, in 
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rural America! people usually died at home, but in tne 
contemporary uroan se~ting, deatn occurs primarily in 
hospitals and other medlcal facillties. In sum, urbani-
zation and bureaucratization appear to have contributed not 
only to the development of the medical model, but also to 
its persistence. Field's (1953:13-14) comments are 
particularly cogent: 
The development of the far-flung urban community 
created physical separation of the doctor from the 
patient, with resulting estrangement and less 
intimate knowledge of the patient's total life 
situation. This physical estrangement, coupled with 
the rap~d expansion of medical knowledge, which 
inevitably led to an equally raDid growth of 
specialization, confined many doctors to the 
treatment of a specific area of the body. Such 
specialization with its concentration on the sick 
organ served to obscure the fundamental concept of 
the patient as a total human being. As a result, we 
find that the doctor nowadays is likely to know a 
great deal more about the pathology of his patients 
than did his predecessors (the horse and buggy 
doctor practicing in a small rural community>, but 
is less apt to know what his patient is really like 
as a person, who his family is, what his children 
are like, where he works, what he gets from hi~ Job, 
how he lives, and what he lives for. 
Similarly, Merton (1957:25-26) asserts that in an 
earlier day, physicians could know and understand their 
patients: 
In short, the structure of society and the org~niza­
tion of medical practice were such that many practi-
tioners would intuitively and almost automatically 
take into account both the stresses and the poten-
tials for tnerapeutic support which the environment 
afforded the patlent .•• With the growing complexity 
of the social environment, the increasing speciali-
zation of medical practice, and the often diminished 
association of physicians with their patients 
outside the sphere of health care, the problem o¥ 
taKing the social context of the patient into 
account becomes greatly enlarged. 
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Merton (1957), then, feels tnat it is a result of the above 
social cnanges that there has been a newly-emphasized 
concern with the old problem of having the patient regarded 
as a whole person. 
healtn sys~em is faced with a number of new issues raised by 
technological advances and changes in social values and 
NCIl'"letheless, despite "evidel'"ICeS clf a maJc,'r~, perhaps 
revolutionary, change in the directions of American medical 
educatiol'"l" tc.ward the holistic m.:.del of cat~e (Bloom, 1975: 
5), the change does not appear to be complete. To 
illustrate, in 1957, Merton (1957:25) argues that: 
Al thc.ugh the cc.ncept i.:.n of lithe pat ient as a pers':'YI" 
is long established and generally acknowledged in 
medical circles, it is also said to be a conception 
more honored in the breach than the observance. 
Over twenty years later, Bloom (1979:6) notes that the 
changes from the medical model to the holistic model have 
as was true of the radical shift toward the medical model 
that occurred in the early 1900s. By 1970, according to 
Bloom (1979), it began to be clear that despite the expan-
sion of the numbers of physicians available to society as a 
result of federal financing programs to stimulate and 
support medical education, and in spite of the reforms 
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within medical education to decrease specialization and move 
medicine from the medical model to the holistic model, the 
trend toward specialization had not been checked; the 
patterns of career choice had not been affected. As a 
result, financial incentives provided by the government for 
programs of medical school expansion were withdrawn (Bloom, 
1 '37'3) • Also, as Bloom (1'37'3:16) states: 
the belief that future physicians could be persuaded 
to fill the evident social need by a more self-
consciously social and humanistic minded education 
(was) dropped ••• 'Comprehensive medicine,' the 
approach that was designed to brake runaway tenden-
cies to specialization, went out of fashion ••• 
Bloom (1'37'3:5) concludes that medical education policy 
has led and continues to lead to a dramatic increase in 
medical specialization, and a decrease in general <holistic) 
practice, or primary care: 
Overall, the strong implication is that medical 
schools of the United States are preparing future 
physicians mainly for specialty practice, with 
primary (holistic or comprehensive) care practice 
relegated to ay, almost residual "adJuy,ct" status. 
Nevertheless, noting "a reaction away from the full 
thrust of radical change" toward the holistic model, he 
appears to feel that the medical and the holistic models 
ultimately may meet somewhere toward the middle: 
••• it is difficult to conceive of either a full 
return to the traditional Flexnerian curriculum 
(medical model) or a reJection of the main themes 
of the Western Reserve reforms (holistic model> 
(Bloom, 1'37'3:6). 
The oialectical notion of tnesls--antithesis--
synthesis, then, is evident with resoect to the movement 
between these two moaels for the provision of healtn cars. 
Perhaps the meeting of the two models is taking place 
already. Rosenberg (1979), for examole, writes of "Catch 
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22--The Medical Model" and describes some of the major 
conflicts for students that arise froM medical education and 
that, in turn, shape subsequent behavior. One of the 
conflicts she lists is the exposure to the role model of the 
specialist versus an orientation to the total patient. This 
suggests that students are exposed to ~2~n the medical and 
the holistic model, and that the disparity between these 
models may cause conflict for the students. 
§~mm~~~ 
In summary, this section of the literature review has 
oointed out the existence of two principal models of health 
care provision concerning the relationship between the 
health care professional and the care recipient or client 
(the patient or the patient-family unit). 
the medical Model and the holistic model. 
These models are 
It has been shown that the ~~~ difference between 
these two models centers around whether or not the patient's 
total needs, psychosocial as well as physical, are 
addressed. Stemming frOM this central difference are 
differences concerning: (1) the extent of the physician's 
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authority over patients (i.e., whether or not the patient, 
or the pati~nt-family unit, participates or is involved in 
care-related decisions); (2) whether or not the family as 
well as the patient is included in the unit of care; (3) the 
extent of the physician's dominance over other staff, 
including the issues of (a) whether care is provided by a 
multidisciplinary team or a set of separate, specialized 
individuals and (b) the hierarchical relationship between 
the various care providers (here, specifically, between the 
physician and the nurse); and (4) the degree to which 
affect, concern for, or identification with the patient is 
expressed by the provider. 
Adoption of the medical model has been shown to have 
been linked to urbanization, specialization, and rapid 
technological development. The recent return trend toward 
the holistic model has been demonstrated to be attributable 
to a reaction against the dehumanizing effects of speciali-
zation, the predominance of chronic illness as the paradigM 
disease due to technological advances, the diminishing 
"competerlce gap" between patients and physicians as a result 
of rising education levels of the general public, and 
changes in social values and norms. 
Several major questions arise from this review. 
First, to which model, medical or holistic, are physicians 
and nurses professionally socialized; to what extent is one 
model predominant? What are the outcomes of professional 
social1zation; to what extent is existing professional 
practice congruent with the mocel to which health profes-
sionals are professionally socialized? What 1S the effect 
of adherence to one or the other model on the quality of 
care provided? Rdditional literature bearing on these 
issues is reviewed in Chapter III, Conceptual Tools. The 
following section discusses the second body of literature 
referred to in the introduction to this chapter: that 
concerning the state of the art specifically with regard to 
the care of the dying in Rmerica today. 
CRRE OF THE DYING IN RMERICR TODAY 
~§§Q§_Qf_In§_I§~mi~§ll~_lll 
Much of the literature on the needs of people who are 
terminally ill has arisen in response to perceived inadequa-
cies of conventional medical care for the provision of 
terminal care. It is important to note that in some cases 
this literature is based on personal experience, intuition, 
and/or very limited empirical research. 
Six general areas of need are discussed in the 
literature on the needs of terminally ill people. These 
areas include: physical care needs; needs for preservation 
of feelings of dignity and self-worth; needs for love and 
affection; spiritual needs; needs for assistance with 
finances and health insurance coverage; and needs related to 
concern for their survivors. Each group of needs is 
~escribed briefly in this section. 
It is generally felt that the needs of paramount 
importance for terminally ill people are their physical 
'("leeds. Rmong these needs are those for pain to be 
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control:ed, for relief from the physical symptoms of the 
disease, and for prevention and management of medical crises 
(Craven and Wald, 1975; Schulz, 1976; strauss, 1975). 
Until patients' physical needs are met, their other 
needs cannot be addressed, asserts Schulz (1976). This is 
c,:,nsisteY"lt with Masl.::ow's (1943) "hiel'~al"chy e.f rleeds. II 
Rccording to Lack and Buckingham (1978), pain and antici-
pation of pain intensify the distress associated with a 
terminal illness, which may lead to anxiety, insomnia, 
and/or depression; these symptoms, in turn, aggravate 
pat i erlts' physical pairl. Once patients are free from pain 
and from the memory and fear of pain, anxiety, depression 
and feelings of excessive dependency on others are abated 
(Kron, 1976; Lack and Buckingham, 1978, citing Melzack, 
1973; St e1ddard, 1978). Effective pain control practices 
also frequently result in reductions in the amount of 
analgesic required for the maintenance of comfort (Lamerton, 
1973; Mount, 1976). Holden (1976, citing the work of Dr. 
Cicely Saunders) further notes that the control of pain 
results in fewer admissions to facilities such as hospitals 
and inpatient nosaices and in greater numbers of patients 
being able to die at home. 
A second set of needs concerns the preservation of 
patients' feelings of dignity and self-worth (Davidson, 
1'378; Schul z, 1 '376). These needs may be met through 
maximization of patients' feelings of control (Schulz, 
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1'376), maintenance of a sense of order (Davidson, 1978), and 
alleviation of fears of dependency on others (Koenig, 1972, 
cited in Nati':'l"lal Ir'lstitl..lte .:.f Mel"ltal Health, 1977). 
Scecific suggestions of ways to preserve dying patients' 
feelings of dignity and self-worth include open communica-
tion among care providers, patients, and families (Benoliel, 
1979; Dowsett, 1972; Feifel, 1963; Lebow, 1974; Mount, 
1976); involvement in the treatment program (Kaylor, 1979; 
Lack and Buckingham, 1978; Schulz, 1976); and education 
about special treatments and management by patients of their 
own care (Kaylor, 1979; Rose, 1976). 
The provision of love and affection is a third need of 
persons who are terminally ill (Schulz, 1'376). 
(1972, cited iY'1 Naticq"lal IY'lstitute .:.f Mental Health, 1977) 
found that terminally ill patients feared isolation and 
abandonment more than they feared death itself. Simi larly, 
Cohen (1979, citing Feifel, 1963) states that patients can 
suffer more from emotional isolation and reJection than from 
their illness per sea Related to this need for love and 
affection are the needs for social interaction and for a 
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lifestyle as similar as oossinle to that prior to their 
intimacy (Coopens, 1977; Jaffe, 1979), and for the security 
.;:.f a car'irlg staff arJ(: cr::rrnf.:.t'table erlvit'c'l'"lrtlerlt (C"r'averl arid 
Wald, 1975; Kron, 1975). 
Spiritual needs cr::rrnorise a fr::rurth area of need which 
has received attention in the terminal care literature 
(C.:.herl, 1979; Davids.:.n, 1978; Swift, 1'376; Wylie, 1978). As 
a result of these needs, the inclusion of clergy in care 
programs has been advr::rcated (Hackley et al., 1978; Wilson, 
Other services and 
s~.ills "that assist patierlts, families arid staff with their' 
individual arid collective eff':'"r'ts t.;:. be whc.le" at'e advocated 
as well (Davidsc.rl, 1978:145). Rogers (1978) suggests that 
the provision of r::rutlets fr::rr creativity is important also 
for meeting spiritual needs. 
Given the high economic costs patients are likely to 
incur due to their illness, a fifth area of patient need is 
for assistance with finances and health insurance coverage 
(Kay 1 r::·r' , 1'379; Lac\.l., 1'378; St"r'auss, 1975). 
Finally, closely related to this need is a sixth area 
of concern for individuals who are terminally ill: 
about both the economic and the emotional impact of their 
death orl theil"' sl.lt'vivr::,r's (Cc.hen, 197'3; SChl.llz, 1'378). Te. 
alleviate these anxieties, planning with patients for the 
future of their families has been suggested (Kaylor, 1'37'3). 
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In SUM, inaivldua:s who are terminally ill experience 
a number of stresses anc have a variety of chysical, social, 
psychological, s~lritual, and economlC needs. Presumably, 
recognition and addressing of these needs would enhance the 
quality of life remaining for these persons and would be one 
indicator of the cuality of the care they receive. 
~§~£~_Qf_Ib~_E~@il~_Qf_Ib~_I§~@i~~ll~_lll 
The individual who becomes terminally ill is not alone 
in experiencing crisis; the introduction of a life-threaten-
ing situation exerts tremendous pressure on the family as 
well (8enolie1, 1979, citing Cancer Care, Inc., 1973; Cohen, 
1979). In fact, Buckingham and Lack (1977) discovered that 
the family member carrying the burden of care for a patient 
suffers more anxiety, depression, and social malfunctioning 
than the patient. Several needs of families of terminally 
ill patients, therefore, have been identified. 
Hampe (1975) has divided these needs into two groups: 
needs having to do with family members' relations with the 
dying person; a"d needs related to their own personal physi-
cal and mental functioning. Included in the first group of 
needs are: (1) the need to be close to the dying person 
(Hampe, 1975); (2) the need to feel helpful and to be in-
volved in the provision of care (Hampe, 1975; Rose, 1976); 
(3) the need to receive training on actual care procedures 
(Rose, 1976); (4) the need to be informed about the dying 
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family member's concition (Hampe, 1975); and (5) the need to 
feel confident that the patient's physical needs will 
receive prompt acknowledgement and competent attention by 
the professional care providers (Hampe, 1975). 
The second group of needs of families is related more 
to the family's ability to personally and collectively cope 
with the illness and impending death of the family member. 
Among the needs in this group are those for: (1) prepara-
tion, information, and support from professional care 
providers for the impact, emotional and physical, of caring 
for a terminal patient (Benolie1, 1979; Buckley, 1979; 
Clifford, 1979), and (2) support beyond the period after the 
patient's death (Benoliel, 1979; Lack and Buckingham, 1978). 
Suggested types of support include opportunities for 
families to express their emotions and feelings (Hampe, 
1975), comfort and support from other family members (Hampe, 
1975), and financial assistance and counseling (Rose, 1976). 
This brief review of the literature on the needs of 
patients and families suggests the importance of providing 
certain services to family members as well as to patients. 
It has been pointed out, however, that some of this liter-
ature is poorly documented, anecdotal, and based on scanty 
empirical evidence. Required, therefore, is future system-
atic exploration of the needs of terminally ill patients and 
their families. 
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Probably the maJor criticism of conventional care, or 
the medical model, for care of individuals who are terminal-
ly ill is the emphasis placed in this model on acute and 
curat i ve care. Kerstein (1973), for example, argues that 
modern health care is geared to curing and fixing. While 
great medical progress has been made, the dying patient has 
been left behind (Benoliel, 1979; Kerstein, 1973; Stoddard, 
1978) . As Benoliel (1979:20) notes: 
The present health care system in the United States 
is much better organized to implement the cure goals 
of practice than it is to offer person-centered 
care. By this I mean that the system is organized 
mainly for the diagnosis and treatment of disease, 
for the management of the person as an obJective 
case, and for the implementation of medical treat-
ments and related procedures ~Qng to people rather 
than with them. In general, the system is poorly 
organized to provide health care consumers with 
regular help geared to the subJective meanings of 
the disease experience, the welfare and well-being 
of the persons involved, and the delivery of activi-
ties designed and implemented in_£Qll~bQ~~liQn_~ith 
the consumers. 
Benoliel (1979), then, asserts that the medical model 
is oriented toward curing the physical ailments of patients, 
not toward addressing patient's psychosocial needs, and also 
that this model does not facilitate consumer (patient and 
family) participatiOn in the care. She distinguishes needs 
for £y~g from those for £~~gl. "Cure" rleeds are those for 
1 
Davidson (1978) notes the irony in a distinction 
between care and cure when both words have a common root. 
Citing Foucault (1973), he states that the separation 
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"curative medical services and life-saving activity," "care" 
needs include those for clarification of: 
the impact of death-related crises on completion or 
unfinished business, resolution or nonresolution of 
old conflicts, and other changes associated with 
preparation for the coming death or resolution of 
reactions to a death already completed (Benoliel, 
1979: 19). 
It is asserted by many critics of conventional 
(medical model) care that, because most care providers, 
including physicians and nurses, are interested in cure and 
rehabilitation, terminally ill patients tend to be viewed as 
failures, people for whom nothing more can be done (Cohen, 
1979; Glaser and Strauss, 19b5; Kerstein, 1978; Lamerton, 
1973; Quint, 1967). Concerning nurses, specifically, Quint 
(1967:9) notes that the demands of working with the dying 
"are often in conflict with the primary purpose for being a 
nurse--namely, helping people get well." As a result, the 
treatment given to dying patients frequently is poorer in 
quality and quantity than that given to patients with more 
positive prognoses (Buckingham et al., 1976; Lack and 
Buckingham, 1978; Wolfe, 1970). 
In contrast, instead of ignoring their terminally ill 
patients, it is argued that many other health care personnel 
occurred concurrently with the development of the clinic in 
the nineteenth century, when the attention shifted from the 
person feeling symptoms to the clinician diagnosing disease 
and pain, and the role of cure became a competing influence 
for the patient now relegated to the role of obJect. 
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react by taking heroic measures to prolong vital signs, long 
after all hope of recovery is gone (Cohen, 1979; Skillman, 
1974; Paulson, 1973). According to Kron (1976), such 
aggressive measures increase the cost of care unnecessarily. 
Furthermore, several critics note that both heroic measures 
and the avoidance of dying patients by health professionals 
serve to isolate patients and damage their psychological 
well-being (Budner, 1979; Saunders, 1965). 
These attitudes of health professionals and current 
medical standards and practices have resulted in other 
perceived deficiencies for care of dying patients as well. 
Glick (1975), Saunders (1965) and numerous others argue that 
because of physicians' preoccupation with curing and because 
of fears of patient addiction, many doctors fail to control 
their patients' pain. Inadequate pain control practices 
such as providing pain killing drugs solely on a PRN, or "as 
necessary," basis not only result in patient discomfort, but 
they also increase patients' fear of pain and, subsequently, 
the dosages required to alleviate their pain (Glick, 1975: 
Saunders, 1965). Saunders (1965) has found that patients 
who are given pain medication at regular intervals 
frequently ask if they still need the medications. 
Similarly, the giving of too much medication, or the 
"snowing" of patients, is considered an inadequate pain 
control practice. 
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According to Holden (1976), many physicians share 
another fear related to that of patient addiction to drugs: 
that of being accused of malpractice or neglect. She 
charges that this fear results in the feeding of p~tients by 
force, the administration of antibiotics to combat the onset 
of pneumonia, the giving of blood transfusions, etc., in 
order to keep a patient alive, even when there is no hope or 
cure (Holden, 1976). Critics reproach both the practice of 
providing pain killing drugs on an "as necessary" basis only 
and that of sustaining life past a logical point as 
constituting inappropriate physical care of the dying 
(Cohen, 1979; Lamers, 1978; Saunders, 1965). 
Finally, another perceived inadequacy in conventional 
care of terminally ill people is the importance placed on 
sterility and sanitary practices in most health care 
programs (Kron, 1976; Holden, 1976). While such insistence 
is a part of normal standard operating procedures and is 
critical in the treatment of many acute conditions, Kron 
(1976), Holden (1976) and others argue that sanitation and 
sterility are of considerably less importance in caring for 
the dying. They declare that this overemphasis tends to 
produce alienating physical and social environments. 
Simpson (1976) argues that such environments themselves may 
contribute to the difficulty of the already burdensome task 
of coping with a life-threatening illness. For example, for 
sanitary reasons, most hospitals and nursing homes do not 
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allow children or pets into patients' rooms; intensive care 
units require visitors to wear gowns and masks; and 
furniture is designed for staff ease in cleaning and moving 
rather than for patient or family comfort. Such practices 
may inhibit social interaction. Furthermore, routines for 
the personal care of patients and for facility maintenance 
often are established for the staff's, not the patient's, 
convenience and preference. 
Iu~_tlQ§Qi£g_~QQg!_a§_an_a!i~~D~ti~~ 
An alternative to conventional (medical model) care 
for care of the dying--the hospice concept--has emerged in 
response to the numerous perceived inadequacies of 
conventional care for this population. This model conforms 
to the characteristics of the holistic model of care. The 
hospice philosophy of care holds that it is the quality, not 
the quantity, of life remaining to the dying and their 
families that is important, and that attempts must be made 
to satisfy not only patients', as well as families', 
physiological needs, but also their psychological, 
spiritual, and social needs (Lack and Buckingham, 1978). 
This notion of a comprehensive approach to patients' needs 
("treating the whole patient" or "holistic care") is central 
in the hospice model for care of the terminally ill. 
44 
About two thousand years 
ago, a hospice was a place of meeting, a way station, a 
place of rest for travelers making a pilgrimage (Stoddard, 
1978). The term "hospice" as used today refers to a concept 
of care for the terminally ill. Modern hospice care was 
initiated in the 1950's by British physician Dr. Cicely 
Saunders, who observed that contemporary medicine was unable 
to respond adequately to the dying (Butterfield-Picard and 
Magno, 1982). As Butterfield-Picard and Magno (1982:1254) 
state, modern medicine: 
seemed helpless when faced with the dying patient ••• 
not because the tools of medicine were themselves 
useless or wrong but because the organizing 
principle for their use among the dying was missing. 
A conceptual framework was needed, an alternative to 
the inadequate acute care framework. Saunders 
recognized in the medieval principle of hospice care 
an opportunity for a new synthesis of centUries-old 
ideal and contemporary technique. 
Markel and Sinon (1978:15) describe the hospice 
program as "a humane, holistic approach to medical care." 
Davidson (1978:160) describes it as follows: 
Hospice is a metaphor that attempts to link the 
needs of the terminally ill patient, the family, and 
the staff, with that medieval religious institution 
of hospitality where a community assisted the 
vulnerable traveler at points of great danger. 
There is no standard definition of hospice. A General 
Accounting Office report (1979, cited by Reiss, 1982:5) 
states there are "four basic principles that, according to 
hospice advocates, distinguish hospice care from conven-
tional health care": 
a. the patient and his/her family, not Just the 
patient, are considered the unit of care; 
b. a multidisciplinary team is used to assess the 
physicial, psychological, and spiritual needs of 
the patient and the family, develop a plan of 
care, arId provide coordirlated care; 
c. pain and collateral symptoms associated with the 
terminal illness and its previous treatment are 
controlled, but no heroic efforts are made to 
cure the pat ierlt; arid 
d. bereavement followup is provided to the family 
to overcome their emotional suffering. 
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Osterweis and Champagne (1979:492-493) attribute the 
following characteristics to the British model of hospice: 
a. control of physical, sociological, psychologi-
cal, and spiritual symptoms; 
b. coordinated home/inpatient care with a central 
hospice administration; 
c. inclusion of the family in the unit of care; 
d. provision of care by an interdisciplinary team, 
including volunteers; 
e. structured staff support and communication 
systems; 
f. acceptance of patients on the basis of need 
rather than ability to pay. 
And Parks (1979a:58) states: 
Typical hospice services include rather unconven-
tional, sometimes sophisticated drug regimens 
designed to control pain; psychological and social 
sl..lpport services for the pat ient and his fami ly, 
including bereavement support following the 
patient's death; and counseling for staff members 
who provide care. 
AccordiYlg to Davidson <1978: 147), "What determines 
whether the hospice model can provide unique institutional 
care depends on whether it is the patient rather than staff 
who defines what care is." 
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Butterfield-Picard and Magno (1982) note the following 
ways in which the hospice approach differs from the 
traditional medical model of care for the terminally ill: 
a. control for decisions is placed in the hands of 
the patient/family unit; 
b. many aspects of conventional care are no longer 
continued when the patient does not wish them, 
such as acute and cure-directed treatments, which 
are inappropriate because (1) they often cause 
suffering, (2) by definiti6n of the disease as 
incurable they cannot be effective, and (3) they 
are devastating both in terms of their financial 
expense and in the loss of dignity and feelings or 
self-worth; 
c. palliation, not cure, is the maJor descriptive 
element of hospice care; patients are to be free 
from pain (including psychological, social, and 
spiritual pain as well as physical pain), but 
alert and at ease; 
d. care is provided by an integrated team including 
physicians, nurses, psychologists, social workers, 
volunteers, and it is provided 24 hours per day, 
seven days per week; 
e. the "normal" surroundings of home are emphasized, 
even if care is being provided in an inpatient 
facility; 
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f. where feasible, care is given in the patient's own 
home as long as this is considered appropriate by 
the parties involved; 
g. bereavement care and counseling are offered to 
family members during and after the patient's 
dyirlg. 
The hospice movement says, "You matter because you are 
~Q!:!" (Butterfield-Picard arid Magno, 1982: 1258). In this 
movement, according to Butterfield-Picard and Magno 
( 1982: 1258) : 
Here human value and dignity exist in sickness or in 
health independently of external measures of 
productivity. Here, suffering is not ignored and 
death is not a failure of the medical profession. 
Ho I den (1976) riot es that t he pat i ent, not the disease, 
is attended to, and that the concept on which the hospice 
approach to treatment is predicated is "appropriate care" 
for each individual patient. Hospice care is _ simpler, 
mCrre personal type of care than that offered in the high 
technology hospital environment (Holden, 1976). In hospice 
care, the challenge is to care, not cure (Osterweis and 
Champagne, 1979). 
A synthesis of the above descriptions of the tenets of 
hospice care yields the following characteristics: 
a. both the pat ient arid the fami ly are considered the 
unit of care; 
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b. care is individualized, or personalized, to the needs 
of each patient and family; 
c. psychological, social, and spiritual needs are 
addressed as well as physical needs; 
d. care is provided by a multidisciplinary team of 
providers, including volunteers; 
e. control of pain and symptoms is of paramount 
importance; palliation, not cure, is the goal; 
f. the patient and the family are involved in care-
related decisions; 
g. care is provided in surroundings as "normal" as 
possible, preferably in the patient's own home; 
h. bereavement care and counseling are provided to the 
patient's family members during and after his or her 
dyiy,g; 
i. care is available 24 hours per day; 
J. patients are accepted based on need, not ability tel 
pay; ay,d 
k. staff's needs are recognized and attended to, such as 
through the provision of counseling. 
In hospice care, the intent is 
to help terminally ill individuals maintain a personally 
acceptable quality of life until death (Osterweiss and 
Champagne, 1979). According to Davidson (1978), the 
commonly accepted goal of care for the terminally ill is 
that a patient has a right to die with dignity, as having a 
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status of worth and being treated in ways of honor. He 
states that the hospice movement seeks to provide care for 
people who are terminally ill "that affirms their dignity 
and is not readily available in health care institutions 
committed to cure of disease" (Davidson, 1978:159). He 
argues further that patients' taboos must be respected if 
they are to have dignity. 
As articulated by Cohen (1979:72), the goal of hospice 
care is to help patients: 
continue life as usual--working, being with a 
family, doing what is especially significant before 
life comes to a close and feeling a part of the 
ongoing life--not being different. 
Hospice care attempts to reach this goal through the 
palliation of symptoms, the provision of the security of a 
caring environment, provision of sustained expert care, and 
the provision of assurance that the patient will not be 
abandoned (Craven and Wald, 1975, cited by Cohen, 1979). 
Parks (197ga) and Holden (1976), too, argue that the 
principal aim of hospice care is to make the patient as 
comfortable, alert, and pain-free as possible so the last 
days can be meaningful. 
appropriate for people who have fatal diagnoses, for whom 
curative therapies have failed and hence active treatment is 
no longer warranted. Cancer is the disease most likely to 
involve such a prolonged terminal phase; thus, cancer 
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patients are the most likely hospice candidates (Osterweis 
and Champagne, 1979). Reiss (1982) notes that because not 
all patients wish to die at home, because not all families 
are equipped to provide the necessary supportive care, and 
because not all patients want to forego heroic treatments to 
extend life, hospice care is not appropriate for all 
terminally ill patients. 2 
American hospices generally take one of three basic service 
delivery forms: 
a. a home care program which supplies medical 
supervision, counseling, and visits to patients 
whose families can take care of them at home 
b. a freestanding facility 
c. a hospice program of care within a hospital, with 
hospice patients either being overseen by a 
special team and being interspersed among regular 
patients, or being placed in a special palliative 
care unit. 
2 
There is disagreement among hospice proponeYlts 
concerni~g the requirement of home care. Since not all 
patients have the necessary familial support required for 
successful home care, and with the increasing availability 
of inpatient hospice beds, most hospice advocates now agree 
that death at home is not a requirement for hospice care. 
Reiss' (1982) latter argument (not all patients, or the 
families of patients, wish to forego heroic treatments tel 
prolong life) continues to be a valid one. 
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Concerning hospice home care services, Butter~ield­
Picard and Magno (1982) note ~urther that these services may 
be community-based, hospital-based, or nursing-home based. 
They also point out that ~reestanding hospices may be either 
hospital-affiliated or completely autonomous (Butter~ield-
Picard and Magno, 1982). Butterfield-Picard and Magno 
(1982) add that hospice care may be given within an extended 
care facility or a nursing home. 
In sum, hospice care may be offered through a variety 
of service delivery modes. The basic tenets of hospice care 
do not change, however, regardless of the care setting. 
In asking the 
question, "Is hospice care Just another ~ad or a signal o~ a 
humanistic revolution in American health care?", Holden 
(19aO:60) notes the rapidity with which the concept caught 
on, which she states indicates there were already ~orces at 
work, such as the holistic health movement ("humanistic 
medicine which provides a strong counter~orce to dehumaniz-
iYlg over-special i zat ion") and the consumer movement (which 
"emphasizes the demy$ti~ication of authority"). Cited as 
well are the cost considerations as an impetus ~or the 
spread of the hospice concept (Holden, 1980; Osterweis and 
Champagne, 1979). These considerations will become even 
more pressiYlg as the U. S. populat ion ages and an ever large,," 
proportion of citizens are dying o~ chronic degenerative 
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diseases (Cohen, 1979; Holden, 1980; Osterweis and 
Champagne, 1979). 
Holden (1980:60) also attributes the growth of the 
hospice to the increasing specialization of medicine: 
While the intense specialization characterizing 
American medicine may be appropriate for acute 
health problems, a multidisciplinary team approach 
is more effective when the whole person is 
involved. 
The "hospice movement," as it is called (Stoddard, 
1978), has grown rapidly and with fervor in its approxi-
mately twelve-year existence in the U.S. Nonetheless, even 
among hospice supporters, the swift proliferation of hospice 
programs has given rise both to concerns and questions re-
garding the continued viability of the hospice concept in 
the U. S. 
For example, in reporting on a symposium held in 
October of 1979 sponsored by the Connecticut Hospice, Inc. 
and Hospice Institute for Educat iOYI, Training and Research, 
Inc., New Haven, Parks (1979b:G8) described the proceedings 
as being characterized by IIrealism" instead of "the 
unbridled enthusiasm for hospice care, which was so often 
displayed during other hospice meetings." Rodek and Jacob 
(1983:185) assert that "the need for holistic care for our 
dying is apparent but whether or how well hospice will fill 
the role remains to be seen." And Osterweis and Champagne 
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(1979:1259) note that hospice "continues to have many 
unresolved problems in moving rrom a rully developed 
philosophical base to feasible administration." 
The speciric concerns expressed in the literature 
relative to the hospice movement in the U.S. center around 
the rurldamental quest ions of "whether," "how," "ror whom," 
and "why." These questions are rurther specified below. 
IbliL!:J!.._§!.. Orle of the first concerns relates to the reasi-
bility or taking a concept developed in another country and 
implementing it in the U.S. As noted by Holden (1geO:59): 
Hospices are basically a creation or the British 
and it is still unclear how--or even whether--the 
principles they embody can be successfully 
incorporated into American medicine. 
Osterweis and Champagrle (1979) make a similar point, 
describing differences in health care delivery mechanisms 
and cultural characteristics between the U.S. and Britain. 
Included are the limited development of home care in the 
U. S., the relatively inrrequent reliance on volurlteers for 
direct service provision in the U.S., various differences in 
legal requirements and rinancial constraints between the 
U. S. and Britain, and the lesser societal acceptance or 
death in the U.S. compared to Britain. 
Several observers note that a principal 
condition ror viability of the hospice concept in America 
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rests on the ability of hospices to become integrated into 
the traditional health care system (Osterweis and Champagne, 
1979). Dr. Cicely Saunders, founder of the modern-day 
hospice, (cited in Parks, 1979b) argues that hospices must 
become integrated with general medical science, as does 
Irwin Krakoff, M.D., director of the Vermont Regional Cancer 
Center and himself an oncologist. He agrees with Saunders 
that there is a need for hospice care to interface with 
acute care. At the symposium mentioned above, Dr. Krakofr 
"charged that individuals in this (hospice) movement are 
using hospice care as a way to further their antiestab-
lishrnent feel ings about medicine and physicians" (Parks, 
1979b:68) and that these individuals "fail to recognize that 
oncologists do care about their patients and that medical 
oncology acknowledges that all patients eventually die" 
(Parks, 1979ba68). 
Reiss (1982134) notes that as States address the place 
of hospice in the context of certificate of need require-
ments: 
Consideration will be given to the value of integ-
rating hospice concepts into existing patterns of 
care, rather than adding a new layer onto the 
system. Attention will be paid to the opportunity 
to convert excess hospital beds into special hospice 
units, as a way of avoiding the capital costs 
associated with construction of new free-standing 
hospice facilities (Reiss, 1982134). 
Asserting the need for integration while preserving 
program integrity, Osterweis and Champagne (1979) propose 
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numerous methods fo~ achieving such integration. Included 
are location of prog~ams within eKisting facilities 
(hospitals or nu~sing homes), inclusion of hospices within 
the health planl"dl"lg process, creation of standards and 
licel"lsure ~equirements, and achievement of third-pa~ty 
reimbursement through replacement of acute ca~e hospital 
beds with hospice ca~e. Recent legislation p~oviding for 
Medicare reimbu~sement of hospice ca~e inco~porates many of 
these methods. 
Finally, Osterweis and Champagne (1979:1259) ask the 
question, "Can hospice care become a solidly established 
health ca~e se~vice available in almost eve~y community 
without becoming a "big business" and without losing the 
characteristics that make it so impo~tant and so 
necessary?" 
Acco~ding to Rodek 
~nd Jacob (1983:181) and Parks (1979a), the ~apid g~owth of 
hospice care is creating hazards which compromise its 
qual ity. Pointing out that "the hospice philosophy evokes 
certain principles of care," and that there are now over 750 
hospices, Rodek and Jacob (1983:181) ask, "Are all hospices 
delivering quality hospice care?" They eMpress this concern 
because "at the present time no unive~sal standards for 
hospice care eKist. This situation permits many progr~ms to 
be called hospice even if they only vaguely resemble the 
total concept" (Rodek and Jacob, 1983: 181). 
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With the expansion of public program reimbursement 
(e.g., Medicare) of hospice care, Reiss (1982:28) notes that 
there will most certainly come concern about the quality of 
care provided by hospice programs, particularly as there is 
a "fear that expansion of payment for hospice care may lead 
to abuse by certain potential providers." Such reimburse-
ment may encourage programs to state that they offer 
"hospice care" (Reiss, 1982; Rodek and Jacob, 1983). Also a 
threat to program quality are the "opportunists whose only 
motive for developing hospice care is to fill empty insti-
tutional beds ••• "(Osterweis and Champagne, 1979:1259). Many 
observers feel that standards pertaining to quality of care 
should be devised to preserve the current philosophy and 
prinCiples of hospice care" (Reiss, 1982:28). 
At the same time, however, Reiss (1982:28) notes that 
others argue that licensure and the imposition of rigid 
requirements for adherence to routines, reporting proce-
dures, and patient monitoring may cause loss of flexibility, 
"may stifle innovation in a developing field," and may 
result in a loss of "much of the human element in hospice 
care which is probably undefinable but nonetheless key to 
the movement's success." 
Another concern 
centers around the selection of staff with appropriate 
qualities. Rodek and Jacob (1983) describe as desirable the 
following qualities: an adequate basic understanding of the 
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hospice concept, that is, not being oriented to curing and 
to the perpetuation of life at all costs; warmth; patience; 
awareness of one's own values and beliefs toward death; 
assertiveness; sensitivity; maturity; and technical exper-
tise in the care of the dying. Rodek and Jacob (19831183) 
argue that hasty staff selection occurs because everyone 
wants to "get on the bandwagon" with a hospice program. 
Similarly, Osterweis and Champagne (1979:1259) note the 
presence of "death groupies on the peripheries, full of good 
intentions and slightly crazy ideas, giving the public false 
impressions of the nature and purpose of hospice care." 
Rodek and Jacob (1983:183) assert further that 
"hospice workers are not made, they are born" (Rodek and 
Jacob, 1983:183). Clearly, such a statement has serious 
implications for recruitment, training, and credentialing or 
hospice professionals. 
I~sining_gf_§~~ff. According to Davidson (1978:vi), 
"the unqu~stioned assumption in the hospice movement" (and 
an assumption that he and many others apparently feel does 
not require questioning) is that "staff who care for the 
terminally ill must be specially trained and oriented ir 
this care is to be different from that given in a hospital 
or nursing home." Reiss (1982134) agrees, stating that 
"hospice programs use highly trained personnel with a 
variety of skills and special education in the needs or 
terminally ill patients and their families." She points out 
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that as the number of hospices increases, the need for such 
trained personnel will increase, and current training 
programs will have to be expanded and/or upgraded to meet 
this Y,eed. Reiss (1982:35) also suggests that "shortages of 
key health personnel, particularly nurses, may have an 
impact on the future development of the hospice movement." 
Rodek and Jacob (1983:185), too, enumerate the "lack 
of appropriate staff education and support" as another 
hazard to "quality hospice programs." Noting the "zeal iy, 
studying the renowned hospice programs," they caution 
hospice programs to consider and utilize the resources or 
their own communities for training their staff. 
e~ti~nt_8nQ_e~2~iQ~~_8££~et~n£~_Qf_Ib~_~Q~Qi£~_ 
Osterweis and Champagne (1979:492) assert that 
among the factors affecting the long-term viability of 
hospices in the United States is "their acceptability to 
both the consumers and the providers of care." Rodek and 
Jacob (1983) also state that both the public and profes-
sionals need to understand the philosophy and the process of 
the hospice concept. They advocate public and professional 
education concerning hospices. 
~Qme~titiQn_~itbin_Ib~_~Qae!£~_~Q~~m~nt· Rodek and 
Jacob (1983) note several areas in which competitioY, is 
evidenced within the hospice movement. Included are 
competition within a given hospice program or agency, 
between hospice agencies, between the patient/family and the 
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hospice team, and between the private physician and the 
hospice nurses. This latter form of competition may lead to 
conflicts over expertise in assessment, in particular, and 
is especially detrimental as it directly affects the quality 
of care. Conflict between the recipients of care and the 
hospice team is also detrimental. These two groups may have 
incongruous values and goals, and the professionals (the 
hospice team) may be tempted to dictate "not only the 
'best' medical regimen but also the 'best' emotional 
reactioYls, and even the 'bes;t' place to die whether it be at 
home or in the hospital" (Rodek and .Jacob, 19831184). 
Interagency competition can arise between a home 
health agency and a hospice program within the same agency. 
The traditional home health Ylurses may feel that they "have 
been taking care of the dying patient for years," however, 
the approach used may not have been the holistic one 
embodied in the hospice concept (Rodek and .Jacob, 1983). 
Competition between hospice programs often is subtle 
but it does exist. There is anxiety about sharing ideas 0 .. "' 
iYlsights, and communication paths become narrow or blocked. 
This restricts learning, fragments community resources, and 
diminishes the impact of hospice care on the community 
(Rodek and .Jacob, 1983). 
There is a 
lack of knowledge regarding for how many patients hospice 
care is needed or appropriate or desirable (Breindel and 
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Acree, 1980; Osterweis and Champagne, 1979; Reiss, 1982). 
-There is a questioning of basic assumptions about for whom 
hospice care is appropriate. Among the assumptions 
challenged are: (1) that hospice care is limited only to 
dying persons and (2) that hospice care is appropriate 
primarily for those who have cancer (Osterweis and 
Champagne, 1979). Dr. Cicely Saunders (cited in Parks, 
1979b) believes that hospice care should be offered to frail 
and elderly persons as well as those who are dying. Holden 
(1980) notes that the hospice principles, particularly in 
the emphasis on treating the whole person, have implications 
for all health care. 
Parks (197'3b) 
reports that Irwin Krakoff, M.D., challenged attendees of a 
symposium on hospice care to prove the merit of hospice 
care. Colin Murray Parkes, a psychiatrist at St. Christo-
pher's Hospice in London, and Robert Buckingham, D.P.H., 
spoke at the symposium about the need to look at the 
validity of hospice care, to look at its effectiveness and 
legitimacy. Dr. Buckingham pointed to the anecdotal nature 
of current research, stating it is based on value Judgment-
laden case studies, and argued for the need for research 
that will prove the legitimacy and effectiveness of hospice 
programs (Parks, 1979b). 
Dr. Co lin Murray Parkes (c i t ed i y, Parks, 1 979b) , 
however, pointed out a "Catch-22," in that despite this Y,eed 
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for research, established research techniques cannot be 
employed due to ethical reasons. Specifically, he argued 
that because hospice care is now so widely known, it cannot 
be refused to patients in order to randomly assign patients 
to control and experimental groups. 
At ,his same symposium, Dr. Cicely Saunders also 
stressed the importance of research to determine the effec-
tiveness of specific hospice care techniques (Parks, 1979b) 
and Dr. Krakoff questioned the hospice philosophy of 
"wi thhold i ng act i ve treatmeY'.t, such as i Y'.traveY'.ous therapy" 
for dying patients, since such treatment can increase 
patients' comfort and thus be very humaY'.e (Parks, 1979b). 
Also related to the need for research on hospice care 
is the question of the cost-effect iveY'.ess of this care. 
Cost-effectiveness is one of the factors that is stipulated 
by Osterweis and Champagne (1979) as being critical for 
assuring continuation of this model of care. 
g.!:H!!!!!5!r~ 
In sum, hospice skeptics and proponents alike note a 
number of concerns related to the long-term viability of 
hospices in the United States. These concerns include: (1) 
the fe~sibility of adapting a British concept for applica-
tion in this country; (2) the need for hospice care to be 
integrated with the existing health care delivery system, 
while at the same time preserving its integrity as a 
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distinct model of care; (3) the establishment and mainte-
nance of quality of care, yet the preservation of 
flexibility and innovation in the concept; (4) the cost-
effectiveness of hospice care; (5) its acceptability to both 
the consumers and the providers of care; (6) the elimination 
.. 
of competition on several levels that is detrimental to 
quality care; (7) the availability of staff with the 
characteristics necessary for the provision of quality care; 
(8) the recruitment, selection, training, and support of 
hospice professionals; and (9) the need for research into 
the validity and effectiveness of the concept as a whole and 
of its specific parts. 
DEFINITION AND ASSESSMENT OF QUALITY CARE 
The definition given to "quality care" provides the 
basis on which health care programs are developed, actually 
provide care, and are evaluated. Yet "quality" is extremely 
difficult to define. Generally, it implies excellence, but 
both excellence and quality are subJective concepts. Not 
surprisingly, the phrase "quality is in the eye of the 
beholder" appears frequently in the medical literature 
(Mitchell, 1973). Judgments of quality vary considerably 
both within and between professional circles and often 
reflect professional biases and norms (Paulson, 1973). For 
example, Hover and Zimmer (1978' state that physicians and 
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nurses tend to differ widely in the emphasis they place OY, 
the provision of information to patients about their disease 
or illness as a necessary criterion for "quality" care. 
According to Donabedian (1966), defining quality 
medical care involves the application of value Judgments to 
the various aspects of that care. Among these aspects are 
provider and client behaviors, interactions, treatment 
procedures, and health status. Once pertinent dimensions of 
care have been identified, standards which will indicate 
what const itutes "goodness" or "badr.ess" Must be speci fied 
(Brook et al., 1976; Donabedian, 1969; Kaylor, 1979). SiYlce 
these standards usually are applied to specific situations, 
they need to be detailed. At the same time, they must be 
general and flexible enough to be able to incorporate new 
knowledge as it is developed (Donabedian, 1969). 
Many criticisms of past definitions of "quality care" 
reflect this latter dilemma. On the one hand, several 
definitions have been Judged as being too narrowly focused 
and as not addressing important aspects of care (Brook and 
Davies-Avery, 1977; Kerr and Trantow, 1969; McNerney, 1976). 
For example, much of the quality of care literature examines 
the activity of the physician within a hospital setting, 
with little attention given to the role of other care provi-
ders or other aspects of care (e. g., prevent i ve, chrorlic, or 
rehabilitative care). On the other hand, definitions of 
quality often have been criticized for being too broad to be 
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useful, such as those incorporating the phrase "appropriate 
procedures." Concepts such as this provide insufficient 
guidance and are difficult to operationalize. 
Many researchers and practitioners have atteMpted to 
define quality care despite the inherent difficulties. 
Providing the basis for these definitions has been the 
identification of diMensions of care felt to determine the 
quality of care. The dimensions that have received atten-
tion in the literature can be characterized as follows: (1) 
the scope of care, or the spectrum of services available; 
(2) the location of care; (3) the process of care, or the 
way in which care is provided; (4) the focus, or target of 
care; (5) the results of care; and (6) the cost of care. 
The following p~ragraphs discuss these dimensions. 
The first dimension of care concerns the range of 
services available within a care program and the accessi-
bility of those services (Mitchell, 1973; Sherman, 1968; 
Pellegrino, 1973; Rosenfeld, 1973). According to Pellegrino 
(1973)9 a spectrum of care must be available in order for 
this care to be considered of high quality. Such a spectrum 
includes preventive care, health maintenance, and eMergency 
services, in addition to traditional mechanisms (inpatient 
and outpatient) for the diagnosis and treatment of acute 
conditions. Rosenfeld (1973) and numerous other scholars 
already discussed in the previous section argue that needed 
psychological and social services should be available as 
part of the care program as well. 
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The second dimension of quality refers to the locatiorl 
of service provision (Brook and Davies-Avery, 1977; Sherman, 
1968). The type of facility in which care is given (e.g., 
hospital, clinic), the physical characteristics of the 
facility, and the technical equipment available are part of 
this dimension and are thought to influence providers' 
ability to provide quality care. 
A third dimension of quality care, and the one most 
often discussed in the quality of care literature, concerns 
the way care is actually provided, with focus on the diag-
nosis and management of common disorders (Pellegrino, 1973). 
One aspect of this dimension of quality is the appropriate-
ness of treatment based on professional Judgments and/or 
accepted standards of practice (Brook and Davies-Avery, 
1977; Mitchell, 1973; Myers and Graham, 1973; Pellegrino, 
1973; Rosenfeld, 1973). The competence of those providing 
care, their professional ethics and etiquette, and the 
continuity of care are other factors within this dimension 
which are incorporated into some definitions of quality 
(Sherman, 1968; Rosenfeld, 1973; Paulson, 1973). 
A focus on the patient in the care process is a fourth 
dimension often seen as vital for care to be of high 
quality. Kerr and Trantow (1969), for example, base their 
definition of quality care on the ability of the system to 
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respond to patient needs. Sherman (1968) feels similarly; 
he argues that responsiveness of the system and its ability 
to focus on individuals are important correlates of quality. 
Pellegrino (1973) states that services must be humanely 
administered in order for care to be of high quality. 
The results, or outcomes, of care are a fifth dimen-
sion used to define quality care that appears in the 
literature. Outcome criteria are generally patient-oriented 
and include such factors as acceptability of or satisfaction 
with care, the patient's degree of knowledge relative to his 
or her diagnosis, compliance with treatment regimens, and 
self-care capacity (Hover and Zimmer, 1978; Mitchell, 1973; 
Myers and Braham, 1973; Rosenfeld, 1973). McClure (1973) 
uses a more elaborate definition that incorporates assess-
ment of the extent to which outcomes which could have been 
medically avoided are minimized over time. 
The sixth and final dimension of quality that has 
appeared in definitions of quality care concerns the cost of 
care. Specifically, some authors argue that the extent to 
which services are efficient and affordable is influential 
in determining the quality of care and, therefore, should be 
included in definitions of quality (Mitchell, 1973; Myers 
and Braham, 1973; Pellegrino, 1973). 
In sum, it is clear that "quality care" is a complex, 
multifaceted concept. The specific criteria of quality care 
that are delineated above are by no means exhaustive of 
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those employed by scholars in this field; the wide range of 
dimeY'lsions of care that are considered important, however, 
is evident. 
Donabedian (1980:35) poiY'lts C'llt 
that there has been little empirical research that has dealt 
directly with the subJect of the definition of quality care. 
There is, however, a great deal of work that touches on the 
subJect. He then proceeds to review relevant aspects of 
selected studies. His review is the most comprehensive one 
found. A few of these studies are highlighted here in this 
section; attention is focused, though, on Donabedian's 
summaries of the state of the art. 
Most of the empirical research conducted in this area 
has centered around individuals' (clients', providers' or 
both) opinions about the attributes of providers, with 
inferences drawn regarding the "ingredients of goodness" iY'1 
the care they give. Typically, the care given is divided 
into two domains: the technical and the interpersonal. 
Technical care is "the application of the science and tech-
nology of medicine, and of the other health sciences, to the 
management of a personal health problem" (Donabedian, 1980: 
4). Interpersonal care is "the management of the social and 
psychological interact ion between cl ieY'lt and pract it iOY'ler" 
(Donabedian, 1980:4). 
Coser (1956, 1962) found, for example, in her studies 
of clients' views, that the ideas patients had of a good 
doctor could be classified into these two categories. 
SClrnewhat more than half of the patients interviewed saw a 
good doctor as one who provided kindness, love, and 
security, while the others focused on the doctor's 
"scientific and professional competence." Freidson (1961> 
had similar findings, but he made the point that "in 
reality, people wanted !;!Q~b. "persoYlal interest" and 
"competence," and that "while the two attributes ••• were 
distinguishable properties and could be discussed 
separately, patients insisted that one could not exist 
without the other" (Donabedian, 1980:38 quoting Freidson, 
1961> • 
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Practitioners, in contrast, "tend to define quality 
not in general terms, but by specifying in detail the clini-
cal activities of patient care, focusing almost exclusively 
on technical management," according to Donabedian (1980:48-
49) • 
A few studies have expressly compared cl ieYlts' arId 
providers' views of the quality of care. Some of these 
studies found the views to be Similar, while others discov-
ered differences in the relative importance attributed to 
particular aspects of care according to the respondent's 
role (Donabedian, 1980:71). 
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Once the critical components of care have been identi-
fied and standards for quality have been defined, ways in 
which to evaluate the quality of the care given must be 
determined. Such evaluation is important for measuring the 
extent to which the health care system achieves its goals 
and for indicat ing areas which need improvemeY'lt. Yet the 
measurement of qual i ty has always been oY'le of the mc.st 
difficult activities to undertake in the health field. 
One of the foremost scholars, and probably the 
principal scholar, in the area of definition and assessment 
of quality care is Avedis Donabedian. Donabedian (1966, 
1969, 1978, 1980) lists three maJor approaches to evaluating 
the quality of care: assessment of the structure of care, 
assessrnent of the process of care, and assessmeY'lt of the 
outcome of care. As Brook et ala (1976) note, these three 
approaches are defined somewhat imprecisely; some measures 
may be labeled and categorized as variables of more than one 
approach. However, the conceptual distinction is important 
to maintain, as each approach focuses generally on quality 
iY'1 a way different from the other two approaches. This Y'lext 
section briefly describes each of these approaches, their 
strengths, and their weaknesses. 
The appraisal of structural 
variables is one of the most common approaches to assessing 
70 
the quality of care. This approach focuses on evaluating 
the adequacy of the organization, the training and qualifi-
cations of the staff, the physical facilities, and the rules 
and policies governing professional work (Rosenfeld, 1973). 
Donabedian (1978:13) defines the approach as encompassing 
assessment of "the materials and social instrumentalities 
that are used to provide care." 
The premise of the structure approach is that quality 
care may be ensured by assuring the £sesQilii~ of the health 
care system to provide good medical and health care. Art 
assumption is made, for example, that well-trained profes-
sionals in well-equipped facilities will automatically 
provide good care for their patients. There is, however, 
relatively little empirical evidence to support this 
content ion. In addition, according to Donabedian (1969), 
most researchers concede that the appraisal of structural 
variables is too indirect to provide a definitive method of 
assessing care quality. A final criticism of this approach 
is that the structural aspects of care change slowly and 
generally are not considered to be useful tools for contin-
uous surveillance of care to monitor or assure quality. 
The second approach to apprais-
ing the quality of care involves an examination of the 
process of providing care, usually focusing on diagnosiS and 
treatment procedures. Evaluations utilizing this approach 
are directed toward determining the extent to which health 
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professionals adhere to accepted standards of practice 
(Rosenfeld, 1973). The assumption in this approach is that 
procedures based upon accepted standards of practice are 
related to the outcomes of the care and are useful in main-
taining or promoting health (Donabedian, 1969). Standards of 
good practice are established by recognized leaders in the 
profession and involve the identification of optimal care 
procedures against which other professionals examine their 
work. 
Both implicit and explicit criteria may be utilized to 
assess procedural aspects of care. Implicit criteria for 
quality care are those which are based on normative stan-
dards, or the conventional wisdom of a number of physicians 
or other trained personnel. Because Judgments are made on a 
case-by-case basis as to whether correct procedures have 
been followed, the use of implicit criteria has been 
criticized as being time-consuming, costly, and unreliable 
(Donabedian, 1978). 
Explicit methods of evaluation are based upon previ-
ously established criteria that specifically state correct 
procedures. Actual practice is then compared with these 
criteria. Advantages associated with the use of explicit 
criteria include the reduction of professional" bias, the 
practicality of implementing these criteria, and the ability 
to replicate results (Payne, 1968). At the same time, a 
reliance on explicit criteria makes it difficult to address 
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adequately individual variability. In addition, explicit 
criteria for assessing the quality of care are difficult to 
develop, and there is considerable doubt surrounding the 
utility and validity of some of the explicit criteria and 
standards which have been used (Donabedian, 1978). Finally, 
it has been argued that reliance on predetermined criteria 
may stifle innovation and may lead to over-utilization of 
tests and procedures which, in turn, is likely to result in 
unnecessary costs (McNerney, 1976). 
While resolution of the debate between the relative 
merits of implicit versus explicit criteria may not be 
forthcoming, Donabedian (1978) has proposed a solution for 
facilitating the use of the process approach for assessing 
the quality of care. This solution is to combine both sets 
of criteria into a two-stage approach. First, explicit 
criteria are developed and applied to all individual cases. 
Then, those cases which do not meet the explicit standards 
or for which application of explicit criteria is inappro-
priate are identified and subJected to critical review by 
peers, who determine implicitly whether or not the 
procedures used were adequate under the cirCUMstances. 
Despite this suggestion, many researchers question the 
wisdom of examining process variables at all. A maJor 
criticism is that once a certain procedure has been identi-
fied as being an important component of quality care, other 
aspects of c~re have tended to be overlooked or neglected 
73 
(McAul i ffe, 1979). To illustrate, when treatment procedures 
are examined, little is done concurrently to determine 
whether or not the condition being treated was correctly 
diagnosed in the first place. Similarly, a focus exclusive-
lyon physician behaviors leaves unknown the impact of othet~ 
health professionals on the care process. 
In addition to the substantive issues concerning the 
use of the process approach to quality of care assessment, 
there are methodological problems associated with its use. 
The primary difficulty is that medical records generally are 
heavily relied upon as a source of data. Fessel (1972) and 
others report that these records are often incomplete and 
inaccurate and that the information contained therein is 
typically unrelated to outcome. A related criticism is that 
what actually may be assessed is the quality of the record-
ing rather than the process of care (Donabedian, 1978). In 
addition to the questionable reliability and validity of 
using medical records, their examination requires sifting 
through large amounts of irrelevant information; it is, 
therefore, quite unwieldy. To alleviate this particular 
problem, abstracts of medical records frequently are 
utilized (National Academy of SCiences, 1974; Rosenfeld, 
1973) • The standardization of recording formats and the 
isolation of key criteria for examination could be of 
assistance in this regard as well (McAuliffe, 1979). 
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The second principal method for obtaining process-
related data is through direct observation. As might be 
expected, critieisms of this method abound also. Among 
these criticisms are the potential for observer bias, the 
tendency for those being observed to behave in a socially 
desirable fashion, and the difficulty of observing certain 
important aspects of care (Rosenfeld, 1973). 
Ib~_Q~~sQm~_8Qa~Q~sb. The third maJor approach which 
has been used to appraise the quality of care involves the 
study of the outcomes or results of the care provided. 
Theoretically, an individual's health status is affected 
(although not necessarily determined) by the treatment 
received. Therefore, advocates of the outcome approach 
propose that the quality of care provided be determined by 
examining the various changes in health status. Many 
researchers submit that, in fact, quality of care can be 
assessed ultimately only through the examination of these 
end results or outcomes (Lembcke, 1977; National Academy of 
Sciences, 1974; Shapiro, 1967; Williamson, 1970). Variables 
included by those utilizing this approach encompass patient 
mortality, morbidity, mobility and other functional 
abilities, amelioration of discomfort and disability, 
satisfaction or dissatisfaction with care received, patient 
compliance, and loss of time from work (McAuliffe, 1979; 
Payne, 1968; Rosenfeld, 1973; Starfield, 1974). 
75 
In general, advocates of the use of outcome criteria 
to determine the quality of care provided feel that outcomes 
reflect the overall adequacy of the process used by health 
care providers. This method also emphasizes the importance 
of the health and well-being of the client, which leads to a 
broader and more comprehensive concept of health care. 
At the same time, there are a number of problems 
associated with the use of outcome measures. First, it is 
not always easy to determine what is a satisfactory or 
unsatisfactory outcome. Second, it is often difficult to 
determine precisely what effect the practitioner or treat-
ment procedure has had on the patient. Rosenfeld (1973>, 
for example, notes that medical care is only one of several 
factors influencing outcome. McNerney (1976>, too, suggests 
that medical care has relatively little influence compared 
to environmental, societal, genetic, and life style factors. 
Even more serious is the argument that outcome and quality 
of care are not necessarily correlated. McAuliffe (1979) 
points out that good medical practice does not necessarily 
result in a positive outcome nor are people always adversely 
affected by poor care. In addition, he and others suggest 
that there is a plethora of methodological problems 
surrounding the use of outcome measures, including the 
absence of followup procedures and the lack of empirical 
validation procedures. Finally, in the case of terminal 
care, death is the imminent outcome. Clearly, outcome 
measures other than improved or maintained health are 
necessary in this situation. 
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As shown in Table I, each of 
the three maJor approaches utilized in the past for assess-
ing the quality of care has both advantages and disadvan-
tages. To address the shortcomings of these individual 
approaches, arguments have been made for combining the 
three (Block, 1975; Donabedian, 1978; National Academy of 
Sciences, 1974; Payne and Lyons, 1969; Pellegrino, 1973). 
For example, Pellegrino (1973) contends that the maJor task 
for those involved in the evaluation of health care should 
be to determine the linkage between process and outcome. 
Similarly, Donabedian (1978) and Block (1975) advocate the 
use of methods of ass2ssing quality of care which combine 
process and outcome measures. They, along with others, 
contend that accurate and meaningful assessments of care 
which will contribute to improving quality of care require 
this combination of approaches. 
§~mm2~~ 
In this section of the Review of the Literature, the 
three maJor approaches to assessment of the quality of 
health care have been outlined and their strengths and 
weaknesses noted. The structure approach focuses on 
evaluating the adequacy of the organization, the training 
Approach 
Structure 
Process 
Outcome 
TABLE I 
SUMMARY OF ADVANTAGES AND LIMITATIONS OF THE 
HETIIODS OF QllALITlC CARE ASSESSMENT 
~ 
• Capability of orgar.ization/ 
program to provide care 
• Determined through examination 
of staff credentials, physical. 
facilities, and rules and 
~olicies 
• Adequacy and appropriateness 
of procedures followed in care 
delivery based upon standards 
and practices 
• Determined through application 
of implicit or explicit 
criterial usually involves use 
of medical records 
• The results of carel the change 
in Health Status following 
treatment 
Determined through examination 
of patients' satisfaction with 
care, ~hysical status, func-
tional capaci ty 
!4!ill~ 
Little evidence to link 
structure to quality care 
• Limited focus 
• Little evidence to link 
process to outcome 
Limited focus (e.g., no 
critical examination of 
original diagnosis; often 
focus only on care provided 
by physician) 
Data sources often unreliable 
Difficult to determine what 
is satisfactory outcome 
Difficult to control for 
confounding factors 
• Outcome and quality care may 
not always be correlated 
• Absence of adequate follow-up 
procedures 
Advantages 
Data readily available 
Helps to maintain minimal 
standards 
• Specific procedures for 
improving care and Upgrading 
standards may be identified 
Encourages broader and more 
.;omprehensive concept of 
health care 
• Reflects overall adequacy 
of the care process 
-..J 
-..j 
and qualifications of the medical staff, the physical 
facilities, and the rules and policies governing profes-
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sional work (Rosenfeld, 1973). The premise is that quality 
care may be ensured by assuring the capability of the health 
care system to provide good care. 
The process approach involves an examination of the 
care process, using implicit or explicit criteria for 
determining the extent to which health professionals adhere 
to accepted standards of practice (Rosenfeld, 1973). 
The outcome approach involves the study of the results 
of the care provided, usually by examining changes in the 
patient's health status or satisfaction with care. 
The present study has benefited by taking note of the 
weaknesses of the structure, process, and outcome approaches 
when applied separately and heeds the advice that these 
approaches should be combined. Drawing from the structure 
approach, the assumption is made that the training of the 
staff (specifically, the role expectations to which health 
professionals are socialized) will have at least aQm~ impact 
on the quality of care received by the patient. Also 
examined are the individual characteristics of providers 
that terminally ill patients, family members, and health 
professionals feel contribute to professionals' ability to 
provide quality terminal care. 
In keeping with the process approach to quality of 
care assessment, the patients, families, and health 
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professionals interviewed were asked to describe behaviors 
of health professionals that they particularly liked or felt 
contributed the the provision of "quality" terminal care, 
and those which they disliked or felt impeded the provision 
of "quality" terminal care. 
The outcome approach variable of satisfaction with 
care is incorporated into the framework, albeit indirectly. 
Those elements which would contribute to patient and family 
satisfaction with care, at least with regard to provider-
related aspects of care, can be inferred from the expecta-
tions for the health professional role of those patients and 
families who were interviewed. Similarly, the role expecta-
tions of the sample of health professionals themselves 
involved in the provision of terminal care can point to the 
attributes and behaviors on their part that would contribute 
to their satisfaction with the care. 
This research also responds to several concerns and 
criticisms of previous research that are expressed by 
Donabedian (1980:36-67): 
There is an overabundance of more or less fanciful 
opinions, among them my own, about what quality 
means or what it should mean. I wish there were as 
much attention given to studying how clients f 
practitioners, administrators, and policy makers 
define quality when asked to do so, and what 
definitions can be inferred from their actual 
behavior ••• 
People are seldoM asked to say what they think the 
quality of medical care means. The question is put 
indirectly. What is a good doctor, nurse, or 
clinic? What is a bad one? What does the respon-
dent like and dislike about his doctor, nurse, 
clinic, and so on? From these opinions about the 
attributes of providers inferences must be drawn 
about the ingredients of "goodness" in the care they 
give. In order to make the task simpler, the 
respondent is often given a list of attributes and 
asked to rank all these or to select some. When 
this is done, the questioner's view of the bound-
aries and content of the concept of quality may be 
imposed on the respondent. Moreover, the respon-
dent's answers are influenced by his interpretation 
of the language in which the choices are presented. 
Finally, studies of this kind often deal with parti-
cular populations in special situations. When this 
is the case, it is not clear how generally appli-
cable the findings are. 
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The research to be described here addresses the first 
part of this wish, soliciting the opinions of a sample of 
patients, family members and health professionals with 
regard to their definitions of quality terminal care. 
Respondents' views also are obtained indirectly through 
questions about health professionals' attributes and 
behaviors that are liked. These questions, however, are 
open-ended questions that permit respondents to use their 
own words, without constraint from the interviewer's 
biases. This work, like that of its antecedents, is 
targeted toward a special type of care; its applicability 
is, therefore, limited. Nonetheless, this study represents 
a preliminary step toward assessment of the quality of 
terminal care, an area largely unexplored to date. 
CHAPTER III 
CONCEPTUAL TOOLS 
The purpose of this chapter is to describe the 
conceptual tools that have guided the framing of the 
research problem and the approach to its solution. First, 
role theory aYld role theoretic concepts are reviewed. Next, 
sc~e of the critical issues in socialization theory and 
research are detailed. 
ROLE THEORY 
According to Conway (1978:17), role theory: 
represents a collection of concepts and a variety of 
hypothetical formulations that predict how actors 
will perform in a given role, or under what 
circumstances certain types of behaviors caYI be 
expected. 
Turner (1974:161) notes that role theory is built 
around an analogy drawn between the players on a stage and 
the actors in society; role theorists view the social world 
as "a network of interrelated positions, or statuses, within 
which individuals enact roles." For each positioYI, there 
are expectations about how incumbents of roles are to 
behave. Role expectations are derived from: (a) the 
"script" (the norms that specify how individl.lals ought tel 
behave); (b) other "players" (the demaYlds of the other 
players in the interaction situation); and (c) the 
"audience" (the "reference group that circumscribes the 
behavior of actors in various statuses") (Turner, 
1 '374: 162). 
Role theory is not a well articulated and unified 
theory (Turner, 1'374). Stryker (1'35'3, quoted in Heiss, 
1968:3) argues that: 
There is considerable confusion and controversy 
regarding the nature and boundaries of role 
theory ••• there are even some who would deny its very 
existence as a distinct entity ••• however ••• most 
sociologists seem to acknowledge that there is a 
distinctive theory, though one would be hard pressed 
to get complete agreement as to exactly what is 
encompassed by the term. 
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Originally used in theater, the word "role" refers to 
a part played in a drama. The word began to appear in 
social science literature in the 1'320's (Conway, 1'378, 
citing Thomas and Biddle, 1966). 
The concept of role has been defined variously by 
numerous sociologists. According to Biddle and Thomas 
(1966), a role is a set of prescriptions defining what the 
behavior of a position member should be. Thornton and Nardi 
<1975:8781) state that a role is a "set of expectat ioy,s 
impinging on an incumbent of a social position." Shortell 
(1982:27) defines the concept of role as a set of 
"collect i vely held expectat ions wh ich defi Yle appropri ate 
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behavior for persons in a given social position." Coombs 
(1978:14) states simply that a role is "that which a person 
in a given status is expected to do." Heiss (1968:3) 
defines role as a set of "prescriptions for interpersonal 
behavior which are associated with particular, socially 
recognized, categories of persons." Hardy (1978) notes that 
the concept of role is useful for linking individuals and 
society. 
E~~aQg~iiyga_in_BQ1@_Ib@Q~~ 
Sociological theory is dominated by three different 
perspectives, two of which historically have treated the 
concept of role. One cause for the confusion concerning 
role theory may be the existence of these distinct 
perspectives. These three perspectives are structural-
functionalism, symbolic interactionism, and conflict 
theory. 
The principal social theory guiding this analysis of 
the health professional role in the prOVision of quality 
terminal care is structural functional theory. Structural-
functionalism views society as a biological system with: 
(1) bounded, self-regulating subsystems, capable of 
maintaining equilibrium; (2) basic society needs that, like 
bodily needs, must be met; and (3) parts and structures 
which serve specific key functions for survival and 
equilibrium (Shortell, 1982:29 citing Maykovich, 1980). As 
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noted by Shortell (1982:29, citing Levine, 1977), the 
structural-fu~ctional approach is helpful in conceiving the 
heal th care system, as it "hel ps to draw attent iOYI to how 
behavior is influenced by values and beliefs, a~d not solely 
by physical or psychological symptoms." 
Symbolic interactionism, unlike structural-
functionalism, views behavior not merely as a function o~ 
adherence to normative standards, but as a direct result of 
the individual's interpretation of the Situation, that is, 
the meaning attached to the interaction (Shortell, 1982). 
Conflict theory focuses on conflict, deviance, and 
change (Shortell, 1982). For example, instead of viewing 
the doctor-patient relationship as one of asymmetric 
equilibriUM in which patients are willingly subordinate, as 
does the functionalist Parsons, conflict theorists such as 
Freidson assert that patients' and doctors' interests clash 
(Shortell, 1982). The conflict perspective also is useful 
for the study of professional behavior within health care 
organizations and competition between professional groups 
and organizations for scarce resources (Shortell, 1982). 
The structural tradition and the symbolic interaction 
tradition are evident in the two contrasting perspectives in 
role theory. 
below. 
These two perspectives are outlined briefly 
Structural role 
theory has been distinguished from structural-functional 
theory by Heiss (1968), who states that structural ~Ql§ 
theory: 
can be viewed as that segment of structural-
functionalism that operates on a micro-level of 
analysis rather than on a macro-level ••• it shares 
the interests and basic postulates of structural-
functional theory but it focuses on a small unit, 
the role, rather than on a larger unit such as the 
group, institution, or society (Heiss, 1968:25-26). 
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As described by Hurley (1978:37, citing Turner, 1962), 
the structural-functional model of role specifies: 
that the individual enacts the prescribed set of 
expectations appropriate to individuals in relevant 
other statuses, conforms to others' expectations, and 
receives in return some indications of approval. 
Heiss (1968:28) points out that the distinctive 
concerns of structural-functional role theorists are their 
interest in the content, organization (structure) and 
functions of social statuses and roles. The structural-
functionalist view postulates that role behaviors are 
learned early in life, perfected through practice in schools 
and early adulthood, performed on the occasions called for 
by the society, and then passed on to others. In this view, 
role behavior itself is fairly static, consisting of a 
rehearsed set of performances (Frank, 1974:246). The role 
occupant is seen as a passive recipient and enactor of 
cultural norms and contents. 
In the 
contrasting Meadian, or social interactionist, view of role 
theory, the principle of role reciprocity is emphasized, in 
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which the individual devises his role performance on the 
basis of the role that he imputes to the other" (Hurley, 
1978, citing HeiSS, 1976). This symbolic interactionist 
view maintains that individuals are constantly in the 
process of constructing roles as they interact with others, 
and that people adJust their behavior according to how they 
perceive others interpreting it (Frank, 1974:246). 
Heiss (1968:5), taking the interactionist view, states 
that the basic postulate of role theory is that: 
Social interaction is required for the development 
of the characteristics which make a Homo sapiens 
into a social being ••• All the basic human 
characteristics require social interaction at a 
symbolic level to develop; biological maturation and 
self instruction are not enough (Heiss, 1968:5). 
Social interaction provides a person with a self, 
with role-prescriptions, etc., and these are, in 
turn, required for social life. A circular and 
cumulative process is postulated. 
Citing Mead (1947), Shuval (1975b:414) states that the 
socializee responds selectively to the expectations of 
significant others and internalizes the role they define for 
him. Robinson, 1974:18), also adheres to the symbolic 
interactionist perspective: 
It is unhelpful to seek for the correct script for 
sc,meone who occupies a particular social positioYI Ot~ 
to expect there to be universal or even widespread 
agreement about the way the role should be played. 
Both 
the structural-functionalist view and the symbolic 
interactionist view of role theory have been criticized. 
Among the maJor criticisms of the structural-functional 
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approach to role theory are that: (1) it ignores the 
determinative consequences of role enactments for changes or 
alterations in the social structure; (2) that it doesn't 
indicate when, where, or how processes are to occur (it 
simply says what processes must occur); and (3) it does not 
recognize reciprocity among status networks, expectations, 
the self, role-playing capacities, and role behavior. It is 
principally a classificatory concept; its main thrust is how 
specific social contexts determine variations in individual 
conduct. It does not account for the variety of patterns of 
social organizations (Turner, 1974). The principal, and 
very serious, criticism of symbolic interactionist role 
theory is that it has little predictive ability (Turner, 
1974). 
In the context of role theory, then, the primary 
distinction between the structural-functionalist and the 
sYMbolic interactionist perspectives appears to be that in 
one (structural-functionalist) roles are viewed as being 
scripted, while in the other (symbolic interactionist) they 
are viewed as being negotiated, with there being no such 
thing as the correct script. 
According to Heiss (1958), role theorists do share two 
basic assuMptions: (1) that roles are learned in the 
process of social interaction and (2) that when people 
interact with others, they see themselves and these others 
as occupants of particular statuses. The expectations 
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associated with those statuses are what guide the 
individuals' actions (Heiss, 1968:3-4). The following 
paragraphs describe what is meant by "expectations," as well 
as other pertinent role theoretic concepts. 
As Robinson (1974:17) notes: 
The notion of expectations about others' actions, 
and the way in which such expectations inform the 
action of particular categories of people in 
particular situations lies at the heart of the 
sociologist's concern. 
One framework for viewing the expectations associated 
with a particular role is that provided by Parsons' (1951) 
pattern variables of role expectation. This framework is 
described in detail in Chapter VI, Analytical Model. 
Role prescriptions and role behaviors are learned 
through §Q£i~li~~tiQn (Hurley, 1978:34). She states that: 
Role prescriptions for the occupant of a particular 
status not only explicitly specify how that 
individual is to behave, but implicitly specify as 
well the behaviors of persons in related positions 
toward the occupant of that particular status 
(Hurley, 1978:35, quoting Brim, 1957:345-347). 
Sources of role expectations include the societal 
norms present in a culture or sub-culture and the 
individuals with whom one interacts. According to Thornton 
and Nardi (1975), most role behavior is prescribed and 
expected by others. 
Role expectations may be behavioral, attitudinal, or 
cognitive in content (Thornton and Nardi ,1975). They may 
be covert or overt; they can be described in terms of the 
degree of consensus concerning them, both ~iihiD a source, 
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Consensus/dissensus may be actual 
or supposed (Thornton and Nardi, 1975). 
Thornton and Nardi (1975) state that there are three 
possible reactions to role expectations: (1) social 
adjustment, where there is adequate meeting of role 
expectations and performance, (2) psychological adjustment, 
where congruity is achieved between the individual's desires 
and needs and the role, and (3) adaptation, which occurs if 
the role is internalized and assimilated so the person and 
the role are, in a sense, inseparable. This third reaction 
is possible only if the first two reactions are 
accomplished. When there are conflicts among expectations, 
When it is impossible 
to meet ~!! expectations associated with a given role, ~Ql§ 
§ir~in may result (Turner, 1974). 
Qib§~_BQ!§_In§Q~§ii£_gQn£§Qi§ 
Other concepts with respect to role theory also are 
important to delineate and define here. These iYlclude 
IIYlorros," "rc.le set," aYld "status" or "posit iOYI. " 
Hardy (1978:3) defines a norm as a concept 
that originates in the concept of role and that "refers to a 
set of rules or standards guiding behavior." GordoYI 
(1966:32) defines norms as patterned or commonly-held 
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behavior expectations, or as learned responses, held in 
common by members of a social group. 
As defined by Merton (1957a, cited in 
Huntington, 1957:181), role set is "the complex of role 
relationships which persons have by virtue of occupying a 
partic'-llar status." As Becker et al. (19E.1:47) argue, "tel 
understand the behavior of anyone category of people in the 
organization, we must see them in their relations with other 
persoYls with whom they come in cOYltact." They state furthet~ 
that each group "has its CIWYI perspective cln the problems 
that arise out of their mutual iYlteractioYI" (Becker et al., 
1961: 48) • 
As articulated by Becker et 
al. (19E.1), medical students, as occupaYlts of a positic'Y"1 clr 
role: 
have the rights and privileges, the duties and 
obligations, associated with that position. Because 
they all occupy the same institutional position, 
they tend to face the same kinds of problems, and 
these are problems which arise out of the character 
of the position ••• The opportunities and disabilities 
of the student role are decisive in shaping the 
perspectives students hold. 
To further illustrate this concept of role set, 
Alexy's (1981-82) research is useful. In studying the 
perceptions of ward atmosphere on an oncology unit, Alexy 
(1981-82) found that patients, family members, and staff 
perceived the ward atmosphere differently. He COYIC 1 ud ed 
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that each of these groups (patients, family members, and 
staff) "assumed diverse roles on the Unit which prc.vided 
them with access to varying amounts of information about the 
relationship, treatment program, and systems maintenance 
dimensions of the environment·· (Alexy, 1981-82:334). 
Freidson (1961) also points out that members of the 
role set will have varying expectations of each other. He 
argues that this explains the conflict that appears in the 
doctor-patient relationship. Freidson (1961) criticizes 
Merton's concept of role set, however, due to its inability 
to allow us to assess the importance of each perspective in 
exacerbating or reducing conflict. He notes that an 
expectation has no influence in itself (Freidson, 1961). 
Linton (1936) defines status 
as a position in a particular pattern of reciprocal 
behavior. Coombs (1978: 14) states that stat us is "a soc ial 
position that is set in the structure of a group before a 
given individual comes along to occupy it." Status may be 
defined on another level, as well, as representing an 
individual's position with relation to the total society. 
Mc.re recent theorists have used the term "positioYl" rather 
than "status." Williams (1960) suggests that there are 
three major elements which make up a position. These are: 
(1) role, or functional content of the position, (2) 
status, or moral evaluation of the position, and (3) social 
power, or amount of influence carried by the pOSition. 
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According to Williams (1960), position (or status) and role 
are inseparable. One cannot perform a role without 
occupying a social position. 
Prior to discussing expectations associated with the 
role of the professional, it will be useful to delineate 
what is rneay,t by a "professioy," ay,d a .. professional. " 
Goode (1960, quoted from Robinson, 1974:93) derives ten 
characteristics of "professions." These include: 
1. The profession determines its own standards of 
education and training. 
2. The student professional goes through a more 
far-reaching adult socialization experience than 
the learner in other occupations. 
3. Professional practice is often legally 
recognized by some form of licensure. 
4. Licensing and admission boards are manned by 
members of the profession. 
5. Most legislation concerned with the profession 
is shaped by that profession. 
6. The occupation gains in income, power and 
prestige ranking and can demand higher calibre 
st udey,ts. 
7. The practitioner is relatively free of lay 
evaluation and control. 
8. The norms of practice enforced by the profession 
are more stringent than legal controls. 
9. Members are mOre strongly identified and 
affiliated with the profession than are members 
of other occupations with theirs. 
10. The profession is mOre likely to be a terminal 
occupation. Members do not care to leave it, 
and a higher proportion are certain that if they 
had to do it over again they would again choose 
that type of work. 
Freidson (1970a) extracts from Goode's formulat iOYI the 
one characteristic distinguishing a profession from an 
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occupation: the right to control its own work. Robinson 
(1974) condenses Goode's derivations and adds this point 
made by Freidson to arrive at a three-part definition of a 
prc,fessiol'lal: (1) Ol'le who has had prolonged trail'li rig, (2) 
one who has a collectivity or service orientation, and (3) 
one who has the right to control his or her own work. 
Jacox (1974) uses these same three points in her 
definition of a professional and points out that occupations 
are considered more or less professional to the degree that 
they possess these three maJor characteristics. She adds: 
Because of the esoteric nature of the knowledge held 
(by a profession>, only members of the profession 
are recognized as competent to define what tasks and 
practices are necessary and safe" (Jacox, 1974:4). 
Becker et al. (1961:5), in their study of medical 
student socialization, define people as practicing a 
prc,fession when they "apply knowledge and ski 11 il'l 
performing services for other men, for organizations, or for 
society at large, and when those services are accepted on 
trust (Ot~ at least il'l the short rurl)." 
Merton's (1957:71) definition specifically of the professiorl 
of medicine provides further elucidation: 
The profession of medicine, like other occupations, 
has its own normative subculture, a body of shared 
and transmitted ideas, values and standards toward 
which members of the profession are expected to 
orient their behavior. The norms and standards 
define technically and morally allowable patterns of 
behavior, indicating what is prescribed, preferred, 
permitted, or proscribed. The subculture, then, 
refers to more than habitual behavior; its norms 
codify the values of the profession. This extends 
even to the details of language Judged appropriate 
by the profession; like other occupations, medicine 
has its own distinctive vocabulary, and like the 
vocabularies of other occupations, this one is ofter. 
described derisively as Jargon by outsiders and 
described appreciatively as technical terminology by 
insiders. The medical subculture covers a wide 
range--from matters of language to matters of 
relations to patients, colleagues, and the 
community--and it is the function of the medical 
school to transmit this subculture to successive 
generations of neophytes. 
As Parsons (1951) states, the role of the physician 
'34 
beloYlgs to the general class of "professional" roles, a sub-
class of the larger group of occupational roles. He theY. 
goes on to apply his pattern variable framework for viewing 
role expectations to this role of the physician, as will be 
detailed in Chapter VI, Analytical Model. 
As pointed out by Noyes and Clancy 
(1'377), the sick role, or the social role accompanying 
illness, was first described by Parsons (1'351). This rc:,le, 
like other roles, is a "constellation of expectatioYls 
involving both rights and duties" (Noyes and Clancy, 1977: 
41>. The rights of a person occupying the sick role 
iYlcl ude: (1) exemption from the duties of his or her normal 
social role; and (2) the right to be cared for; since the 
person is not to be blamed for being sick, "members of 
society become obligated to him" (Noyes and Clancy, 1977: 
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41>. These members are primarily the individual's family 
and his or her physician (Noyes and Clancy, 1977). 
The duties of the person in the sick role also are 
tw.::ofe.ld: (I) to wish to get well, since society regards 
illness as an undesirable state; and (2) to obtain competent 
help in order to get well and to cooperate with the 
treatment prescribed (Noyes and Clancy, 1977). 
The sick role is an involuntary, temporary form of 
undesirable and disruptive social deviance which is con-
ferred by the physician in his or her diagnosis of illness 
(Bloom and Summey, 1976). Bloom and Summey (1976:23) note 
that the sick role is one which "must be controlled to 
prevent abuses by persons who gain psychological rewards as 
a result of the legitimized deperldency of illrless." 
Only in the past few years have 
refererlces to the "dyirlg role" appeared irl the literature. 
Like the sick role, the dying role is time limited. Irlstead 
of terminating in the restoration of health, though, the 
dying role ends in death (Noyes and Clancy, 1977). Both the 
sick role and the dying role are conferred by the physician 
(Noyes and Clancy, 1977). The obligations and rights of 
persons in the dying role differ, however, from those of 
persons in the sick role. 
Occupants of the dying role are expected, or 
obligated: (1) to retain their "wi 11 to live; II (2) to make 
arrangements for the orderly transfer of their property and 
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authority; (3) to avail themselves of the necessary supports 
and to cooperate with caregivers; (4) to decrease their 
dependence upon the physician, since "society reserves the 
physician's role for the more important restorative function 
and, in so doing, Jealously guards against inroads upon the 
physician's time and energy;" (5) to accept any loss of 
freedom and privileges imposed by caregivers, and cooperate 
with the rules and routines of caregivers; and (6) to 
maintain as much independence as possible. While dependency 
in persons in the sick role is encouraged, persons in the 
dying role are expected to rely upon themselves to a greater 
degree so as to avoid imposing an unnecessary burden on the 
caretaking system (Noyes and Clancy, 1977). 
The rights of persons in the dying role include: (1) 
permanent exemption from the responsibilities and 
commitments of their previous "well" social roles, and the 
right to gradually disengage from the social system; (2) the 
right to be taken care of; and (3) the right to continuing 
respect, status and dignity (Noyes and Clancy, 1977). 
Osmond and Seigler (1976, cited in Mullaly and Osmond, 
1979) and Williams (1982) also have differentiated between 
the "sick role" and the "dying role." All three of these 
researchers, as well as Noyes and Clancy (1977) note that 
recent years have continued to see the assignment of dying 
persons to the sick role. They argue that such assignment 
is inappropriate. Mullaly and Osmond (1979:411) assert: 
Doctors and nurses are responsible for recognizing 
these differences (between the sick and the dying 
role), and for insuring a proper transition from the 
sick role, where every effort must be made to save 
the ill person's life, to the dying role, where the 
goal is not to save life but to insure a relatively 
painless and timely death. 
Mullaly and Osmond (1979:411) argue that "history 
shows that for centuries these roles were clearly defined 
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and these skills practiced effectively." Williams (1982:8) 
coy,curs: 
Historically, the care of persons who could not be 
cured has always been a part of the ~c!e of health 
professionals--in particular, of physicians and 
nurses. Only within the twentieth century has it 
become possible for the curative emphasis to become 
dominant in medicine. 
To sUbstantiate this claim, Williams cites Feifel (1977) 
and Kastenbaum (1977). Williams (1982:8) goes on to note 
the negative implications of "denial of a legitimate 
professional role related to the dying," including the 
viewing of every death as a treatment failure, with 
consequences of burnout, isolation and neglect of patients, 
intrastaff conflict, and patient-staff conflict. 
Williams (1982) notes that physicians and nurses have 
components to their professional roles that are reciprocal 
to the sick role and to the dying role. The "therapeutic," 
or curative, role is reciprocal to the sick role and is 
"that role associated with active medical treatment and 
aimed at the restoration of the patient to health" 
(Williams, 1'382:'3). The "supportive" role is "that set of 
role behaviors aimed at caring for the patient, supporting 
iYldependent funct ioning, and easing pain and discomfort" 
(Wi 11 iams, 1'382: '3) • 
§ !:H.um!ia t:::t 
This section has reviewed a number of concepts 
with respect to roles, role expectations, and role theory. 
As discussed in the following section, the processes of 
socialization through which these role prescriptions and 
expectations are acquired is the subJect of considerable 
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d i sa g reemeY'lt • Relevant issues in socialization theory and 
research are presented. 
ISSUES IN SOCIALIZATION THEORY AND RESEARCH 
The literature pertaining to socialization theory and 
research is fragmented and noncumulative (Levinson, 1967). 
One explanation for this may be that, as noted by Hurley 
(1'378), the area knowY'1 as "socializatioYI" has emerged frc,rn 
three different traditions: sociology, anthropology, and 
psycholc,gy. As a result, there is no one general theory of 
socialization (Levinson, 1967; Hurley, 1978). Nor, as might 
be expected, is there consensus with regard to how to define 
the term "socialization." In addition to the question of 
the definition of "socialization," there are a number of 
maJor theoretical issues differentiating the sociologists, 
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anthropologists, and psychologists who are concerned with 
the process of socialization. These issues, as summarized 
by Hurley (1'378:30, citing Goslin, 196'3), include: 
the relative importance of early as opposed to later 
experiences on socialization outcomes; the relative 
emphasis attached to individual needs, motives, and 
drives as opposed to environmental determinants of 
behavior; the relative importance attached to 
process as opposed to content in predicting the 
outcomes of social behavior; the emphasis placed 
upon the unique aspects of the socialization 
experience as opposed to its common properties; and, 
finally, the focus upon the processes promoting 
conformity to societal norms as opposed to the 
causes of deviations from these behavioral norms. 
Further distinguishing psychologists from sociologists 
are "differences in views regarding the characteristics of 
the learner and the learning process and differences in the 
conceptualization of socialization as an active or passive 
process" (Hurley, 1'378:30). 
This section provides an overview of certain issues 
related to socialization from a sociological perspective 
that have relevance for this study, including: 
1. What is "socialization?" 
2. How does socialization occur? That is, who are 
the socializers or socialization agents, and what 
is their relative importance? 
3. Is the socializee an active participant or a 
passive recipient in the socialization process? 
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4. Does the attitudinal learning that occurs 
represent change or maturation in the individual? 
5. What is the status of the socializee during the 
socialization process? 
6. What are the outcomes of socialization and how 
enduring are they? 
Socialization has been defined differently by various 
sociologists. The definitions of Merton (1957a) and Jette 
(1974) are most useful for the purposes of the present 
study. 
Merton (1957a:40-41) defines socialization as: 
the process through which individuals are inducted 
into their culture. It involves the acquisition of 
attitudes and values, of skills and behavior 
patterns making up social roles established in the 
social structure. 
Jette (1974:272) defines socialization as: 
the process whereby individuals learn and 
internalize the attitudes, values, and behaviors 
appropriate to persons functioning as social beings 
and responsive, participating members of their 
society. Socialization ensures that the individual 
will develop an identity, or self, and also the 
motivations and requisite knowledge to perform 
adequately in the social roles he is called upon to 
enact throughout his lifetime. 
Jette (1974) goes on to state that, once recognized, the 
societal and cultural patterns of socialization help to 
explain consensus in role definitions and behaviors, 
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attitudes, and values observed in the majority of individual 
meMbers of a society. 
As summarized by Elkin & Handel (1972:29-32, cited in 
Hurley, 1978:32), the goals of socialization, from the 
societal perspective: 
focus primarily on the attainment of some form of 
competence that the society accepts as appropriate 
for adult performance, as well as an internalized 
commitment to continuing responsible participatiorl 
in society. 
There are several types of 
socialization, including child socialization, adult 
socialization, role socialization, occupational sociali-
zation, professional socialization, developmental 
socialization, and resocialization. In the present study, 
the focus is on adult role socialization, and specifically, 
professional socialization. 
not encompass the whole of socialization, is a very impor-
tant aspect of adult socialization (Bloom, 1979). Role 
socialization is "the acquisition of the habits, beliefs, 
attitudes, and motives which enable a person to perform 
satisfactorily the roles expected of him in his society" 
(Bloom, 1979:39, quoting Brim and Wheeler, 1966:53). 
into a professional role. Professional socialization is a 
form of occupational socialization, which, in turn, is a 
particular type of role socialization. 
102 
The professional socialization of physicians, in 
particular, has received considerable attention from 
sociologists interested in occupational socialization. 
Merton (1957) points out that this is due to the fact that 
the medical profession commands the greatest amount of 
prestige in American society, and that other professional 
often look to the profession of medicine as a model. This 
attention is reflected in the remainer of this review of the 
professional socialization literature. 
Shuval (1975b:413) defines professional socialization 
as a process occurring "over a period of years during which 
candidates gradually learn the values, attitudes, and norma-
tive behaviors of the professional group in which they are 
seekiYlg to acquire mernbership. II She notes that professioYlal 
socialization may be viewed as a special form of adult 
social i zat iOYI. Finally, Jacox (1974) points out that the 
formal beginning of professional socialization is admission 
to a professional school. 
Q~~~!QQmgn~~!_§Q~i~!i~~~iQn and ~g§Q~i~li~~~iQn are 
two final types of socialization. Examples of developmental 
systems include schools and universities. Resocialization 
systems are those that attempt to correct deficiencies in 
earlier socialization, such as prisons and mental hospitals 
(Bloom, 1979). While developmental socialization is of 
primary interest in the current research, the possibility or 
a need for resocialization also will be considered. 
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The rollowing sections devote attention to speciric 
issues in socialization theory and research as they relate 
to e~Qf§§§iQn~l socialization. 
HhQ_8~~_Ib§_~Q£isli~ing_8g§n~§_8nQ_~h~t_l§_Ibgi~_Bgl~~iyg 
Im~Q~tsn£g_ln_Ihg_E~Q£g§§_Qf_§Q£i~li~~tiQnl 
The basic dilemma raised in this question, as it 
relates to proressional socialization, centers around the 
importance or the educational institution in the process of 
socialization. With regard to the proressional 
socialization or physicians and nurses, the question is 
whether the socializing agents are the medical school and 
the nursing school exclusively. 
Lurie (1981) points out that there are three major 
sociological approaches to professional socialization. 
These include: (1) the Mertonian school, in which education 
and training are seen as the primary determinants or 
proressional socialization; (2) the Becker-Freidson school, 
in which the erfect of situational factors in the work 
setting is considered; and (3) the Light (1980) school, irl 
which professional socialization is viewed as an interactive 
process choice among role models on the basis of personal 
compatibility. The present study incorporates the first two 
views; while the contribution of personality to proressional 
socialization is recognized, this issue is not directly 
addressed (see Chapter IV, Conceptual Framework). 
104 
The view that the medical school is the sole 
socializing agent for the physician's role is advanced in 
the classic work by Merton et al. (1957), In§_§iYQ§nt 
Merton (1957b:7~-77) states that medical schools 
"have the double function of transmitting to students the 
cognitive standards of knowledge and skills and the moral 
standards of values and norms." The function of medical 
schools, Merton (1957:7) asserts, is: 
to transmit the culture of medicine and to advance 
that culture ••• to shape the novice into the 
effective practitioner of medicine, provide him with 
a professional identity so he comes to think, act, 
and feel like a physician. 
Becker et al. (19~1), however, take another view. 
They argue in their classic study, ~Q~§_in_~bii§, that both 
the medical school and the collective character of students 
(medical school culture) influence physicians in training, 
but the role of the medical school is of low influence. 
Coombs (1978:1~) asserts that: 
In sociological terms, the medical school is a 
formal socializing organization whose mission is to 
process medical aspirants so that they can function 
effectively and confidently in their new status as 
physicians. 
He also argues, however, that informal sources (e.g., 
classmates, friends) as well as formal sources (i.e., the 
school) are involved in the process. In a similar vein, 
Brim (197~) asserts that socializing agents can be formal Q~ 
informal. 
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Alternatively, Jette (1974:272-273) takes the view of 
socializing agents primarily as informal sources, declaring 
that the socialization process "emerges in the context of 
mutual interaction with others in interpersonal relation-
ships." Bloom (1979), too, questions the importance of the 
school (formal institution) in the socialization process. 
Citing studies by Jacob (1957) and Barton (1959) of college 
student attitudes, Bloom (1979:28) notes that "there is 
indeed a doubt whether, at the higher educational level, 
schools have any significant influence at all on student 
val ues." He gCles on to state: 
Much has been taken for granted about the 
relationship between the medical school and the 
profession it serves, but there has been 
comparatively little study of this relationship. 
Al though "social i zat iCIYI for the professioYlal role" 
has been conceived of as the major theoretical 
problem, the concentration of data collection has 
been in the medical school. The relevance of the 
findings of such research for ~~b~YiQ~ (emphasis 
added) in the physician's role has been largely a 
matter of assumption. 
Traditionally, the medical school has been closely 
tied to its parent profession. In taking the 
Hippocratic oath, still used for the ritual entry 
into the profession, the new medical school graduate 
swears "to teach ••• this art ••• by precept, lecture, 
and every other mode of in.truction ••• (to) impart 
knowledge of the art of (his) ••• own sons and those 
of ••• <his> teachers, and to disciples ••• ac:cordiY'lg tCI 
the laws of medicine." By this symbolic act, the 
point of formal entry into the profession is rooted 
in a strong tradition that to practice is also to 
teach (Bloom, 1979:32). 
Bloom's (1979) caveat with respect to the unknown nature 
of the link between professional socialization to the 
role and actual behavior in the role is important to 
note. Nonetheless, Bloom (1979:32) argues that given 
the continued use of the Hippocratic oath, "the assump-
tion that the faculty of the medical school still 
represents, broadly speaking, the prevailing norms of 
the medical profession seems Justified." At the same 
time, pointing out the advent of new professional 
medical roles such as the full-time faculty physician 
and the nonmedical professionals who now have teaching, 
research, and patient care responsibilities in the 
medical school, he questions the feasibility of assuming 
that the medical school is the Qng legitimate 
socializing agent of the profession (Bloom, 1979). 
Furthermore, arguing that by definition, sociali-
zation produces "an internalized set of behavioral 
guides," Bloom (1979:36) raises the possibility that 
these guides "mayor may not be appropriate for the 
operating behavioral requirements of the situation for 
which it is preparatory." He asserts that the issue of 
predominant socializing agents remains to be answered: 
Is the medical school a separate institution, the 
setting mainly for its own distinctive culture and 
experience? Or is the medical school the direct 
representative of the medical profession, a sociali-
zing agency with a maJor function in preparing the 
total physician in attitudes and values as well as 
in the skills and knowledge necessary for his or her 
professional role? 
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A final perspective is revealed in a survey by Blumen-
field, Levy, and Kaufman (1979) specifically of attitudes of 
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medical students toward communication with patients. These 
researchers found no statistically significant differences 
between different classes or between residents in different 
years of training. They conclude: "These attitudes are 
not altered by formal educat ion or cl i nical experieYlce" 
(Blumenfield, Levy and Kaufman, 1979:307). 
Questions and findings along similar lines are found 
in the literature concerning the professional socialization 
of Ylurses. Gliebe (1977), Myers (1982), and Strauss (1968) 
all point to the disparity between what a nurse must know in 
the work sett i ng, (as well as what bel iefs, att it udes, and 
behaviors she or he learns at work) and what is taught at 
school. 
Confusing the issue even further is the fact that 
aspiring nurses may enter the profession through anyone of 
three educational structures: an associate (two-year) 
degree program; a hospital-affiliated (three-year) diploma 
school, or a baccalaureate (four-five year) university-
affiliated program (Alutto et al., 1971). In their cross-
sectional study of a total of 380 senior nursing students in 
these three different types of programs, Alutto et al. 
(1971) found a correlation between the type of program 
entered and personality type (e.g., students in associate 
degree programs had higher levels of authoritarianism). 
They note that the training and primary occupational 
sClcial i zat iOYI of new members i Ylto a professioYI "has been 
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assumed to be relatively constant and reliable" and, 
similarly, that "it has perhaps been natural to assume that 
members of any given professional society are relatively 
homogeneous in terms of skills and values" (Alutto et al., 
1971:140). Their research was designed to test empirically 
this set of assumptions for the nursing profession. 
Given the differences in personality found, Alutto et 
al. (1971) conclude that "hOMogeneity of the socialization 
of the nursing profession may be neither desirable nor 
possible, if the assumption is made that the minimum 
professional knowledge of incoming professionals is 
relatively equal. The variations allow for assimilation of 
individuals with different personality characteristics. 
Gliebe (1977) points out that the effectiveness of 
professional socialization is determined by the degree o¥ 
consensus on the part of the school's faculty. Quint (1967) 
also observes differences in teacher perspectives and the 
effect of these differences on student attitudes. And Jacox 
(1974) notes that expectations regarding a profession begin 
to develop long before professional socialization (formal 
education) begins; these expectations can influence the 
effectiveness of professional social~zation. The 
socializing agents posited by Jacox (1974) to contribute to 
professional socialization of the student include the 
faculty, the clinical settings, the patients, other 
students, members of other disciplines, and the larger 
community of which the school is a part. 
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In the present study, the focus is on the faculty and 
the cl i ylical sett i Ylg (the "school experience" of physicians 
and nurses in training> as well as the workplace. The 
potential for self-selection of personality types into 
professions, while important to keep in mind, is not 
directly examined. This latter possibility has implications 
both for the training and the recruitment of health 
professic'YIals. For example, Searle (1981) notes that 
physicians learn an obsessive-compulsive role as part of 
their professional socialization and as a reaction to their 
work situations. She further argues, however, that a 
physician's "persoYIality type may predispose him to accept 
role demands: Type A personalities are particularly 
susceptible" (Searle, 1981:185). 
IE_Ih§_§Q£i~!i~§§_8n_8£tiY§_E~~ti£iQ~nt_Q~_8_E~§Ei~§ 
B§£iQi§nt_In_Ih§_E~Q£§EEl 
One of the issues that most clearly distinguishes 
positions on socialization is that of whether the person 
being socialized (the socializee) is seen as an active 
participant or a passive recipient in his or her 
social i zat ion. The view of the 50cializee as a passive 
recipient of cultural norms and contents sees the effects of 
socializers as being unidirectional. The view of the 
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socializee as active sees socialization as a reciprocal 
process in which the socializee and the socializer are 
mutually influenced. This latter view has become 
increasingly popular (Hurley, 1978). 
The dilemma in this question, once again, can be 
attributed to the issue of whether a structural-
functionalist or a symbolic interactionist perspective is 
taken. Adherents of the structural-functionalist view see 
the socializee as passive, while symbolic interactionists 
see the socializee as active (Hurley, 1978). 
QQ~a_IQg_8iiiiygin~1_bg~~ning_!b~~_Q££Y~a_BgQ~g§gni_gQsnR~ 
Q~_~~tY~stign_ln_!Qg_§g£isli~gg1 
Early research into socialization for the role or 
physician found that £bsngg§ occur in students' attitudes 
while they are in medical school. Eron's study of cynicism-
humanitarianism (1955, cited by Bloom, 1979), for example, 
found increasing cynicism among medical students as they 
progressed through school and decreasing cynicism among law 
students and nurses. (Bloom (1979) cautions readers, 
however, that the attitudes held by law students at the 
outset of their studies generally are quite different from 
those of beginning medical students, with law students 
cynical and medical students humanitarian). Lasagna (1968), 
too, found changes that occur in medical school, including a 
decrease in idealism, increased cynicism, and increased 
111 
emotional detachment. The findings of Gordon and Mensh 
(1962, cited in Bloom, 1979:30) in their comparison of 
freshmen and seniors corroborate those of Eron and Lasagna. 
Gordon and Mensh (1962, cited in Bloom, 1979:30) concluded 
that their study: 
confirms the findings of other investigators that 
from the first year on, being benevolent, in the 
sense of wanting to help other people, becomes 
decreasingly important to the medical student. 
Bloom (1979:30), however, questions whether these and 
similar findings are "a valid indication of the medical 
schools' functioning in some way to make cynics of 
idealists, and therefore to dehumanize the approach of 
future phYSicians toward their patients." He notes, for 
example, that Becker and Geer (195B, cited in Bloom, 1979) 
assert that medical students, like others their age, simply 
become more realistic. This change toward realism was 
interpreted by Becker and Geer as a functional learning 
process, since "for a doctor, this growth toward realism is 
especially necessary if one is to be effective as a 
physician" (Bloom, 1979:30). Bloom (1979) also notes that 
Fox (1957) speaks of a developmental process, but instead of 
viewing this change of attitude asa correction of naive 
stereotypes, she sees it as a "patterned experience built 
into medical educational situations that produce attitudes 
specifically fitted to the doctor's role" (Bloom, 1979:31). 
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Support for the view of the socialization process as a 
developmental, or maturational, one also comes from the work 
of (1) Thornton and Nardi (1975), two sociologists working 
in the area of role socialization generally, and (2) Coombs 
and Powers (1975), who have examined the process of 
socialization for the physician's role specifically as it 
pertains to death and dying. 
Thornton and Nardi (1975) suggest that there are four 
stages of role acquisition, beginning with anticipation and 
followed by formal, informal, and personal stages. IY'I the 
anticipatory stage, those aspiring group membership begin to 
adopt group values, idealizing what the role should involve 
rather than what it does involve; a role is broadly defined, 
incomplete and ambiguous. They state that future adJustment 
to a role may depend upon the degre2 of accuracy of what is 
cOY'lveyed and perceived about the role at this stage. 
In the formal stage, the individual shifts froM 
viewing a position, or role, from the outside to seeing it 
from the inside as a member of a role set. In this stage, 
role expectations and requirements are clearly defined, 
ofteY'1 in formal, written terms. These expec:tat iOYIS are alsc, 
idealized and tend to refer to expected behavior, knowledge 
and ski 11. Rttitudinal elements may be present, but usually 
they are not emphasized. Examples include professional 
standards and norms. The instrumental purposes of the role 
are emphasized, and there is a fairly high degree of 
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consensus concerning appropriate behavior and the skills and 
knowledge necessary for role performance (Thornton and 
Nardi, 1975). 
In the informal stage, Thornton and Nardi (1975) 
suggest that informal features of the role arise and are 
transmitted through the interaction of individuals, 
especially colleagues. Personal expectations of the role 
may be in opposition to formally expressed ones, so there 
usually is role dissensus. In this stage, individuals begin 
shaping the role to themselves. 
The personal stage is described by Thornton and Nardi 
(1975) as a time of relative role consensus, where the indi-
vidual is able to influence others' expectations of him/her. 
This stage is viewed as the most important in terms of 
adjustment to the role. While this personal stage is not 
necessary for role performance, it is important for adJust-
ment to the role and satisfaction with one's position. 
Coombs and Powers (1975) speak similarly of a 
developmental role socialization process whereby physicians-
in-training specifically master the complexities of the 
clinical role pertaining to death and dying. Their thesis 
is that medical practitioners evolve through five fairly 
predictable, but not inevitable, developmental stages. 
The first stage, according to Coombs and Powers 
(1975), is the preprofessional stage. In this stage, the 
student still has the layman's attitude and personally 
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identifies with the dying patient. The student has an 
idealized view of the doctor role: "the doctor as a bulwark 
against death and suffering" (Coombs and Powers, 1975:253) 
arid "the physiciaY'I, like the proverbial couY'ltry doctor, 
should be warm and compassionate" (Coombs and Powers, 
1975 :254). 
The second stage which Coombs and Powers (1975) found 
med ical st udents to go through was that of "deseY'lsi t i z i Y'lg 
death sYMbols." They fouY'ld that st udeY'lts have repressed 
anxieties and use a number of coping mechaniSMs, including 
hUMor, overwork, aY'ld adopt iY'lg a "detached scieY'lt i fic 
attitude" (Coombs arid Powers, 1975:257). Accc,rd i ng te, 
Coombs arid Powers (1975:257), students learrl "the expected 
professional response" which is "a calm, obJective 
rationality and a full control of emotion" in preparation 
for encounters they will have with living patients. 
The third stage is "obJectifying arid cornbatirlg death" 
(Coombs and Powers, 1975). Students develop a protective 
shield to reduce the emotional impact when a patient dies. 
The principal method used in this depersonalizing is to 
obJectify death, to deny the subJective features: 
The clinician learns to view dying patients not as 
people with feelings, but as medical entities, 
specimens, or obJects of scientific interest ••• the 
old scientific fragmentalization Method ••• heavy 
demands are routinely made upon medical trainees to 
be exhaustively thorough in trying to keep people 
alive and well ••• Not until every life-saving attempt 
has been exhausted do they let up. In the hospital 
setting, such extraordinary efforts to revive the 
patient and prolong life are routine (Coombs and 
Powers, 1975:259). 
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Coombs and Powers (1975) note further that in the clinical 
pathology conferences ("death rounds"), poor clinical 
performance and methods which could have prevented death are 
discussed, but there is no forum for the giving of praise 
for a Job well done. The assumption is made that "death is 
preventable and is not supposed to happen to good 
physicians" (Coombs and Powers, 1975:260). Death is viewed 
as the enemy, as a failure, and the clinician's reputation 
and self esteem are at stake (Coombs and Powers, 1975). 
The fourth stage posited by Coombs and Powers (1975) 
is "questioning the medical model. " Physicians enter this 
stage "when they can no longer escape the absl.lrd extremes tCI 
which efforts are sometimes takel"l to keep patiel"lts alive" 
(p. 261), Physicians at this stage see these extremes as 
"iYlcclmpatible with good medical practice" aY'ld come tel 
realize that "it is unrealistic to expect a cure for 
everybody" (Coombs and Powers, 1975:263). 
The fifth stage, "dealing with personal feelings," is 
a stage of self examination (Coombs and Powers, 1975). 
Coombs and Powers (1975:263) note that the physicians they 
il"lterviewed were "having a horrible time dealiYlg with death 
and dying on a personal and professional level," yet 
everyone knows that the good doctor is supposed to 
be calm, with his own feelings under control--
someone on whom the family can rely for steady 
support, insight and understanding. The doctor who 
feels anxiety or fear in the face of death must 
carefully conceal these emotions. 
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The physicians at this stage "fault their mentors for giving 
them such little help with the subJective aspects of death" 
(Coombs and Powers, 1975:266). 
In summary, the findings and assertions with regard to 
this issue of whether the attitudinal learning that occurs 
during professional socialization represents a change or 
maturation in the socializee are contradictory. Whether (1) 
attitudes change as a result of the professional 
socialization process, (that is, whether commitment occurs, 
involving "a personal attachment to certain activities and 
goals ••• <providing) ••• a basis for consistency and stability 
in individual behavior in different situations") (Levinson, 
1967:258, citing Becker, 1964); (2) changes are temporary 
situational adJustments; or (3) the socializee simply 
matures remains unresolved. 
This issue appears to be linked to that of the 
relative importance of the formal educational institution in 
the professional socialization process. A related issue 
concerns ~u~n this process occurs. The work of Thornton and 
Nardi (1975) and Coombs and Powers (1975) seems to suggest a 
developmental process occurring E~~QnQ the years of medical 
school. It seems plausible, however, that the development 
posited by these researchers could be sped up by effecting 
changes in the educational process (e.g., by providing 
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students with opportunities for dealing with the subJective 
aspects of being a physician, as suggested by Coombs and 
Pc.wers, 1 '375) • 
There are two predominant and contrasting views with 
regard to the status of the socializee during the profes-
sional socialization process. These views are enunciated in 
terms of the professional socialization of physicians by 
Becker et al. (1'361> orl the one haY"ld aYld Merton et al. 
(1'357) on the other. The perspective of Becker et al. 
(1'361) is of the socializee as a subordinate, or a "bc'Y." 
Merton's (1957b) and Huntington's (1957) position is that 
socializees comprise a "little society," as Bloom (197'3) 
states, and that as students move through medical school 
they tend to develop an image of themselves as doctors 
rather than as merely students (Huntington, 1957). 
According to Levinson (1967:258): 
Perhaps the central question of socialization 
theory ••• <is> What kiY"lds of relatively eY"ldurirlg, 
professionally relevant changes, if any, do students 
undergo under various socializing conditions 
(ecological, cultural, structural, processual, and 
the like)? 
This question is related to that concerning whether atti-
tudinal changes undergone by socializees truly represent 
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changes in commitment that can be attributed to their 
professional socialization, whether they are simply a 
function of maturation, or whether they occur as a result of 
situational adJustment (e.g., to the medical school). 
Levinson (1967:258) asserts that: 
Socialization theory does involve the premise that 
the most significant changes wrought in the student 
are the relatively enduring ones, and that they will 
exert an appreciable influence on his further 
professional development even though they may also 
be modified in the process. In other words, the 
socializing experience brings about changes in 
certain personal characteristics; these affect the 
student's subsequent career and are in turn affected 
by it. Socialization research thus deals with the 
interplay of environmental contexts and relatively 
enduring yet changeable personality structures. 
In sum, Levinson (1967) argues that changes that are D21 
enduring are out of the purview of socialization theory and 
research. 
Coombs (1978) notes two divergent approaches evident 
in previous studies of the professional socialization of 
physicians: (1) longitudinal designs to trace changes in 
student attitudes through the course of medical training 
(e.g., Eron, 1955, 1958), and (2) detailed case studies of 
the socializing institutions (e.g., by Becker et al., 1961) 
and their sociocultural milieu. Studies of this latter 
type, however, tell more about students' adaptation to the 
medical school culture than about enduring changes undergone 
by students (Coombs, 1978; Levinson, 1967). Given this, 
Levinson (1967) asserts that the Kansas group <Becker et 
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al., 1961) "cannot systematically pursue" what he has termed 
perhaps the central question in socialization research, that 
of the enduring outcomes of socialization. 
Entwined with this question is that of conformity to 
the normative role to which the professional is socialized. 
Waitzkin and Waterman (1976, citing Freidson, 1970) argue 
that it cannot be assumed that concrete behavior reflects 
the norms to which the professional has been socialized. 
As noted earlier, Bloom (1979:32) makes a similar point, 
asserting that while the concentration of data collection 
regarding socialization for the professional role has been 
i1'", the medical school, the "relevance of the fi1'",dir,gs of 
such research for behavior in the physician's role has beer, 
largely a matter of assumpt ioY,. " 
§!:!m[!~Cl 
This section has provided an overview of some of the 
concepts and issues within socialization theory that have 
relevance for the present study. The conceptual tools 
described in this chapter have guided the development of and 
are incorporated into the conceptual framework for the 
research. This framework and the specific research 
questions addressed in the present study are presented in 
the next chapter. 
CHAPTER IV 
DESCRIPTION OF THE RESEARCH 
In this chapter are presented the conceptual framework 
that guided this research and the specific research 
questions and hypotheses that are examined. 
CONCEPTUAL FRAMEWORK 
The purpose of this conceptual framework is threefold: 
to designate the areas of inquiry of this research, to 
clarify the interrelationships of these areas, and to speci-
fy the theoretical assumptions underlying the present study. 
Figure 1 depicts this framework. Each of the various areas, 
or variables, has been enclosed by a box which is lettered. 
In the narrative that follows, the letter of the box is 
given, as well as the name of the variable being described. 
As shown in Figure 1, the two principal outcomes of 
interest, or dependent variables, are the normative (ideal) 
expectations for the health professional role in the provi-
sion of quality terminal care (Box F in the figure), and th~ 
long-term viability of hospice care in the U.S. (Box G). R 
number of factors are conceptualized as affecting these 
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normative role expectations and, ultimately, the viability 
of hospice care in the U.S. 1 
Factors related to the societal/cultural context (A) 
are conceptualized as a maJor determinant of individuals' 
role expectations for the ideal provider of terminal care. 
Among these factors are societal views on death and dying. 
As pointed out earlier, ours has been termed a "death-
denying society." Death deYlial may be expected to pre-
dispose future professionals toward avoidance of dying 
pat ients. Patients and families may be predisposed toward 
denial of impending death and toward failure to prepare for 
this eventuality. Such behaviors and attitudes on the part 
of each group have consequences for the professional-
patient, or profeSSional-patient/family relationship, 
particularly in the areas of communication and patient/ 
family participation in the care. 
Another social/cultural context variable is the 
paradigm of disease that is dominant. Whether the paradigm 
disease is acute or chronic is seen as likely to affect, 
through socialization processes, the role expectations for 
the provider of terminal care. Another such factor is the 
1 
With regard to this last outcome, it should be 
pointed out that several factors not included here also 
figure in the feasibility of hospice care, such as the cost 
of care, but these are beyond the scope of the present 
Sit udy. 
model<s) oT health care provisio~ that currently is 
prevalent (i.e., medical or holistic). 
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Socialization, both Tormal a~d i~formal (C), then, is 
the ~ext Tactor co~ceptualized as afTecting role expecta-
tions Tor the ideal provider oT terminal care. OT 
particular importa~ce i~ this research is adult role 
socialization, in which i~dividuals lear~ the expectations 
associated with a given role, such as the role of the 
patient, the role of the family member, or, of primary 
interest here, the role of the professional health provider. 
I~ additio~, the expectations associated with other members 
oT the role set are learned. The patient, his or her family 
members, a~d the professionals involved in the patient's 
care comprise the ~Ql~_§~1 in this research. As will be 
recalled, this concept, developed by Merton (19S7a, cited in 
Hu~tingto~, 1957:181), refers to "the complex OT role 
relationships which persons have by virtue of occupying a 
particular status." Each of the groups i~ the role set has 
its own perspective. Expectations for the role occupied as 
well as expectations Tor the other members oT the role set 
are learned through socialization processes. 
Individual predisposing characteristics (D) are viewed 
as a third set of factors affecting role expectations for 
the ideal provider of terminal care. These characteristics 
include the individual's personality, socioeconomic status, 
ethnicity, race, and other demographic characteristics, as 
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well as previous experience with health care professionals 
and settings 
The type of care that is currently being received or 
provided (conventional or hospice) (B) is a fourth factor 
seen as likely to influence the expectations for the ideal 
provider of terminal care. As described momentarily, a 
tentative hypothesis is advanced that the expectations of 
patients, families, and providers in conventional care 
programs are likely to be more similar to the conventional 
(medical) model of health care than are those of patients, 
families, and providers in hospice care. 
In addition to affecting directly the role expecta-
tions held for the ideal provider of terminal care, all of 
the above factors are seen as affecting role behavior, or 
the way in which the role is enacted by the individual (E) 
in the process of giving or receiving care. Role behavior 
itself, particularly that of the other members of the role 
set, also directly affects role expectations. 
Finally, the above-described factors all indirectly 
affect the long-term viability of hospice care in the U.S. 
(8). In addition, three factors are seen as directly 
impacting the future of hospice care: socialization (C), 
and particularly the role prescriptions to which health 
professionals currently are socialized (F) and the 
societal/cultural context (D). 
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The conceptual framework employed in this research can 
be summarized, then, as follows: (1) the dominant 
social/cultural context is reflected in social and cultural 
norms concerning roles and role expectations; these norms 
are transmitted through socialization processes; (2) 
combinations of roles form role sets, or groupings of roles 
that intersect; persons who occupy different roles have 
different perspectives concerning problems and situations by 
virtue of their contrasting, although complementary, roles; 
(3) behavior is governed by normative expectations, but not 
exclusively; individual predispositions and characteristics 
contribute to behavior as well; (4) the dominant social/ 
cultural context, socialization processes, the particular 
role occupied, individual predispositions and characteris-
tics, and the characteristics of the care setting in which 
care is being received or provided are all factors that 
contribute directly to role behavior and to the normative 
expectations held for the role of provider of terminal care; 
these factors contribute indirectly to the viability of 
hospice care in the U. S. with regard to the availability of 
professionals capable of providing hospice care, and the 
acceptability of hospice care to consumers and providers 
alike. 
The conceptual framework described above has guided 
this research and melds aspects of all three of the dominant 
sociological perspectives that have been detailed in Chapter 
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III, Conceptual Tools: the structural-functional, the 
SYMbolic interactionist, and the conflict perspectives. 
Rather than choosing a "partisan" approach, elements of each 
have been selected in order to lend the greatest amount of 
understanding to the research problem at hand. Emphasis is 
given to the structural-functional viewpoint, however, as it 
affords a logical first step in assessing the role (a 
structural-functional concept) of the health professional in 
the provision of terminal care. 
The framework employed is consistent with that 
developed by Bloom (1963, cited in Bloom and Summey, 1976), 
which has as its central concept the social system. Bloom's 
model is an extension primarily of the work of Parsons 
(1937, 1951, 1968), Szasz and Hollender (1956), Spiegel 
(1954), Kluckhohn (1950, 1958) and Bales (1950) (all cited 
in Bloom and Summey, 1976). The essential premise of this 
and all models of the social system is that "social 
relationships have a pattern based on learned cultural 
expectations and maintained by the functional homeostatic 
processes inherent in all systems" (Bloom and Summey, 
1976: 31>. 
Bloom's (1963, cited in Bloom and Summey, 1976) model 
contains the roles of the doctor (A) and the patient (8) 
and the two important elements of this relationship--(X) 
"the personalities of the participants, upon which the 
I rapport I is dependent" (Bloom and Summey, 1976:26) (an 
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expressi ve transact ion), aY',d (V) "the ski 11 of the physic ian 
as a 'medical scientist'" (Bloom and Summey, 1976:26) (an 
instrumental transaction). "Social forces," including the 
medical profession for the physician and the family for the 
patient, figure into this model since they affect how the 
roles A and B are interpreted. Additional "subcultural 
reference groups" encompassing factors such as "class, 
race, religion, and ethnicity, which function in particular 
cases as the significant sources of value-orientation for 
either or both the doctor and his patient" (Bloom aY',d 
Summey, 1976:29), also are included. Finally, as these 
social forces and subcultural reference groups are based in 
the dominant culture, all of the above elements in Bloom's 
(1963) model are circumscribed by "the dominant socio-
cultural matrix" (Bloom and Summey, 1976:30). 
In the present research, the role is the unit of 
analysis. In particular, this research focuses on the 
expectations for one role in the patient-family-health 
professional role set: those for the health professional 
and the role of the physician and the nurse, in particular. 
The concept of the role-set, however, is utilized in that 
the expectations of patients and families are examined, as 
well as those of health professionals themselves with regard 
to the role of the health professional in the provision of 
terminal care. The conflict perspective is enJoined in the 
assumption that by virtue of the role occupied, role 
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occupants' perspectives, values, attitudes, and expectations 
are likely to vary and to be at odds with one another. 
The conceptual framework for this research reflects 
the contributions of both formal and informal socialization 
agents and processes in the transmittal of normative 
expectations for roles. A broad definition of professional 
socialization is employed, encompassing not simply what is 
taught formally, but also that which is conveyed through 
commision or omission by formal sources, as well as thrc,ugh 
informal interaction, such as with fellow students. The 
impact of individuals' personalities is recognized but not 
assessed directly, except as emerges in the writings of 
scholars who have described the values, orientations, and 
motivations to which physicians and nurses are socialized. 
Taken into account in this conceptual framework, then, 
are many of Freidson's (1961, 1965, cited in Bloom and 
Summey, 1976) criticisms of Parsons' model of the social 
system. As summarized by Bloom and Summey (1976>, these 
criticisms include: 
1. The Parsonian model views the doctor-patient 
relationship from the perspective only of the physician, 
ignoring the expectations of the other members of the role-
set, including the patient's family, the nurses, and other 
persons significant in the treatment process. 
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2. Expectations are presented by Parsons as the 
primary influence on behavior, yet expectations actually are 
only "ideal" standards. 
3. Expectations have no influence in themselves; only 
the position of the person holding them can influence their 
beil"lg met. 
4. Parsons' functional model ignores "the necessity 
of confl ict inhuman relat ionsh ips, II yet, Freidscln argues 
that "confl ict exists because each party, the professioY'lal 
and the patient, seeks to gain his own terms from the eIther" 
(Bloom and Summey, 1976:31). 
The following are the specific research questions that 
are examined in this study. 
RESEARCH QUESTIONS AND HYPOTHESES 
Bg~g2~£n_Q~§~tiQn~ 
The questions investigated in this research are: 
1. What are the normative role expectations to which (a) 
physicians and ~b) nurses are socialized, as described 
in the literature? With which model for the provision 
of health care, medical or holistic, are these role 
expectations most congruent? 
2. What are the role expectations held by a group of 
terminally ill patients, family members of terminally 
ill people, and health professionals currently 
providing terminal care 1"or the "good" or "ideal" 
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provider of terminal care? With which model for the 
provision of health care, medical (conventional) or 
holistic (hospice), are these role expectations most 
congruent and how do patients', families', and health 
professionals' role expectations for the ideal 
provider of terminal care compare? 
3. How do the role expectations of patients, families, 
and currently practiCing professionals for the 
physician and nurse provider of terminal care compare 
with the role expectations to which physicians and 
nurses in training have been socialized? 
Bg§gs~~b_~~gQ~b~§~§ 
The research hypotheses are: 
H1 The normative role expectations to which physicians 
and nurses are socialized, as described in the 
literature, will parallel those delineated by Parsons 
as characterizing the professional role. These 
expectations typify those prescribed by the medical 
model of health care provision. 
H2 The role expectations for the ideal provider of 
terminal care held by respondents (terminally ill 
patients, family members of terminally ill people, and 
currently practicing health professionals) will be 
most congruent overall with those prescribed by the 
holistic (specifically, the hospice) model of care. 
H3 The expectations of patients, families, and health 
professionals for the "good" or "ideal" provider of 
terminal care will differ from one another. 
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H4 The role expectations for the ideal provider of 
terminal care will be affected by the type of program 
(conventional or hospice) in which the patient, family 
member, or health professional is currently receiving 
or giving care. The expectations of individuals in 
conventional programs will be most congruent with 
those prescribed by the medical model. 
CHAPTER V 
RESEARCH DESIGN AND METHODS 
Now that the problem roc used upon in this research has 
been described and other relevant work in the field has been 
reviewed, specification of the research design and the 
procedures used in this proJect is appropriate. The 
research was conducted in three phases. The first phase 
involved the development of the analytical model to be used 
in the research. In the second phase, a systematic review 
of literature was conducted for the purpose of identifying 
the role prescriptions and expectations to which physicians 
and nurses in training are professionally socialized. The 
third phase consisted of analysis of data gathered in an 
earlier exploratory study that was designed to identify 
important factors related to the provision of quality (froM 
the point of view of patients, families, and health profes-
sionals) terminal care for the elderly. These data were 
used to determine the role expectations held by these three 
groups for the provider of terminal care. 
Within this chapter are described the procedures used 
in each of theBe three phases, including those to develop 
the analytical model, to identify in the literature the role 
expectations to which physicians and nurses in training are 
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socialized, to select and interview respondents for the 
earlier exploratory study, and to analyze the data. Also 
contained are a profile of the study respondents, a descrip-
tion of the instruments used, and a discussion of the 
quality and the limitations of the data gathered in this 
earl ier study. 
PHASE 1: DEVELOPMENT OF THE ANALYTICAL MODEL 
In order to characterize: (1) the role expectations 
to which physicians and nurses in training are professional-
ly socialized, as these are described in the literature, and 
(2) the role expectations for providers of terminal care 
that are held by a group of people themselves terminally 
ill, family members of terminally ill people, and profes-
sionals actively involved in the provision of terminal care, 
an analytical model was needed. A search of the literature 
for such a model was initiated, and Parsons' <1951:66) 
"system of types of possible pattern variables of role 
definition" was discovered. This pattern variable framework 
consists of five concept-pairs, or polar alternatives, of 
adJectives for describing particular role expectations. 
These concept-pairs are: affective neutrality-affectivity; 
specificity-diffuseness; universalism-particularisM; 
achievement-ascription; and self-orientation--collectivity 
orientation. These pattern variables are explained in 
detail in Chapter VI, Analytical Model. 
134 
Both an asset and a liability of Parsons' pattern 
variable framework is its general nature. The pattern 
variables were developed by Parsons (1951) to be used at the 
individual, cultural, and societal levels of analysis. 
Specifically, Parsons (1951) argued that these pattern 
variables could be used to categorize decisions made by 
individual actors (the modes of orientation in personality 
systems), the value patterns of culture, and the normative 
requirements in social systems (the normative demands on 
roles). 
The broad applicability of Parsons' pattern variables 
in a variety of contexts, however, creates a difficulty in 
defining and operationalizing these variables. To aid in 
their definition and operationalization for the present 
study, the writings of interpreters of Parsons' work as well 
as the writings of Parsons himself were examined and the 
various explications and previous uses of the pattern 
variables were examined. 
Most of the research in which the pattern variables 
had been used was prospective and involved asking 
participants to respond directly either (1) to questions 
designed as specific indices of the pattern variables, 
(see, for example, Williams' 1959 exploratory study of 
friendship and social values in a suburban community) or (2) 
to hypothetical situations constructed to reflect the 
alternatives of the pattern variables. (as in Parks' 1967 
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work attempting to tie together personality and social role 
by means of the pattern variables>. Most useful for the 
purposes of this research were the definitions employed or 
the pattern variables. 
Next, the literature pertaining to the two key para-
digms for the provision of health care in the U.S., the 
medical model, and the holistic model (and in this case, 
specifically the hospice model, which is a holistic model> 
was scrutinized. Particular attention was paid to areas in 
which the role expectations prescribed by one model appeared 
to conflict with those prescribed by the other. The two 
models were examined in order to identify both general and 
specific, explicit and implicit role expectations for the 
health care professional as prescribed within each model. 
The original intent was to use Parsons' pattern 
variables, exclusively, to characterize these role expecta-
tions. It became clear, however, that not enough descrip-
tive detail was afforded by the pattern variables them-
selves; the pattern variables needed to be operationalized. 
As a result, based on the descriptions found in the 
literature pertaining to these two Models, a list of conterlt 
areas, or themes, that appeared to encompass the various 
role prescriptions for the health professional was formula-
ted. This list of themes, referred to here as "indicators," 
was modeled after Parsons' pattern variables; that is, each 
indicator was developed to be comprised of the two opposite 
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poles of a concept, to be framed in terms of two polar 
al ternat i ves. In most cases, these poles represented the 
opposing positions of the medical model versus the hospice 
model with respect to the concept tapped by a given role 
expectat ion. Following development of this list of 
"indicators," the interviews with terminally ill patients, 
family members and profes~ional care providers were studied 
in a preliminary fashion in an attempt to identify any 
additional relevent content areas or themes, and the list 
was modified as required. 
The last step was to place each indicator under the 
purview of one of Parsons' pattern variables. This 
procedure was a somewhat difficult one because of the 
ambiguity and overlap within the pattern variables. It was, 
therefore, an admittedly arbitrary process. 
the purposes of this research, however, that is, to explore 
the utility of the pattern variables as a means of describ-
ing the various dimensions of role prescriptions for a 
"good" provider of terminal care, this categorization was 
both necessary and legitimate. It represents a restatement 
and elaboration, or operationalization, of the pattern 
variables. As discussed in the final chapter, future 
res~arch to determine the validity of these indicators for 
each pattern variable should be conducted. Such research 
should involve performance of a factor analysis on responses 
of a representative sample to a series of questions or 
137 
hypothetical situations depicting each indicator developed 
in this study. 
The analytical model developed is presented in Chapter 
VI. 
PHASE 2: IDENTIFICATION OF ROLE EXPECTATIONS LEARNED 
THROUGH PROFESSIONAL AND WORKPLACE SOCIALIZATION 
The second phase of the research involved identifi-
cation of the role prescriptions and expectations learned 
through professional workplace socialization by physicians 
and Ylurses. In order to do this, a systematic review of 
pertinent literature was conducted. 
lQ§niifi~~iiQn_Qf_!bg_bit§~~i~~§ 
Relevant books and Journal articles were identified iYI 
three ways: (1) through examination of the Psychological 
Abstracts, the Sociological Abstracts, and the Social 
Science Citation Index, (2) through the use of computer 
searches by key words, and (3) through the application of a 
"snowball" technique, involving scanning all sources cited 
in each book/article reviewed and noting, obtaining and 
reviewing those ~ppearing to be relevant. 
The examination of the Psychological Abstracts, the 
Sociological Abstracts, and the Social Science Citation 
Index served to identify specific readings of interest. 
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More important, however, was its ~unction to guide the 
selection of key words to be used in the computer searches. 
Four sets o~ computer searches were conducted through 
the Portland State University Library in November of 1983 
using Bibliographic Retrieval Services, Inc. (BRS). Two 
different data bases were searched: NCMH and HL TH. 
One search o~ the NCMH data base queried the base for 
titles or abstracts containing the words "pattern" or 
"patterns" and "Parsons" in their titles or abstracts. 
A second search, this time o~ the HLTH data base, was 
conducted using the words "professional socializatioY"I" arid 
"social izat ion" and (" physician" or "physicians" or "Y'lurse" 
or "nurses") or «"student" or "students") and ("medical" or 
"nursing"». 1 
A third search of the HLTH data base was made using 
the words <"terminal care" or "terminal illness") and 
("role" or "roles") and ("perceive" or "perception" or 
"percept ions") and: (1) ("patient" or "patieY'lts" or 
"client" or "clieY'lts" or "family" or "families"); (2) 
("med ical" or "med icine" or "nursing" or "health care"); (3) 
("physician" or "physicians" or "nurse" or "nurses"); (4) 
«"student" or "students") and ("medical" or "nursing"». 
1 
Parentheses surrounding groups of words denote all 
the various words that the computer was instructed to search 
for i.l:LgQ!!!Qin§!:!;'iQ!L~i:!;'b the preceding c.r succeediY'lg group of 
words. 
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A fourth search of the HLTH data base was conducted 
using the words ("terminal care" or "terrnirlal illness") and 
("professiorlal" or "professionals" or "professional ism" or 
"socializatic.n" or "professional socialization") arid: (1) 
("medical" or "med ici ne" or "nursing" or "health care"); (2) 
(" physiciarl" c.r "physiciarls" or "nurse" or "nurses") or 
( ( "st uderlt" or "st udent s" ) and ("medical" or "nursing"». 
Printouts of the titles and abstracts of the books and 
articles identifed were acquired and read. An attempt then 
was made to obtain copies of those origin&l sources 
appearing to be most pertinent and to read these in their 
Detailed notes regarding statements and findings 
related to specific role expectations to which physicians or 
nurses in training are professionally socialized were taken 
to enable subsequent analysis in terms of the analytical 
model based on Parsons' pattern variables, as described 
above and in Chapter VI. 
B~sl~§i§_Qf_Ibg_bi~g~2~y~g 
The technique employed in analyzing both the litera-
ture and the interview data (these data are described in the 
next section) was content analysis. Broadly defined, 
corltent analysis is "a multipurpose research method devel-
oped specifically for investigating a broad spectrum of 
problems in which the content of communication serves as the 
basis of inference" (Holsti, et al., 1968:597). More 
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specifically, it is a technique for classifying recording 
units (e.g., words, sentences, themes, paragraphs, entire 
documents, open-ended responses to interview questions) into 
categories on the basis of the Judgments of one or more 
analysts. 
Briefly, the steps involved in performing a content 
analysis of data are: 
1. selection of categories or classification schemes 
into which the documents or responses, or portions 
thereof (called content units) are to be placed; 
2. designation of the size of the units to be coded 
(e.g., word, theme, sentence, paragraph, etc.); 
3. determination of the syst~m of enumeration (e.g., 
appearance, frequency, or intensity of the 
attribute); 
4. coding of the data; that is, the systematic 
transformation and aggregation of raw data into 
units, so as to permit precise description of the 
content. 
The virtue of co~tent analysis is that it allows the 
researcher to describe systematically the attributes of the 
message, or response. It "guards against distortion by 
selective perception" (Bowers, 1979:292), as all relevant 
data (i.e., both in support of and arguing against research 
hypotheses) are included. 
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With regard to the third and fourth steps described 
above, content analysis is viewed as a quantitative tech-
nique. There is disagreement, however, as to the meaning or 
the tet'M "qual'"ltitative." Holsti, et al. (1968) note that 
while some definitions equate "quantitative" with "numeri-
cal," others are less restrict i ve arid i Ylcl ude st ud ies i YI 
which fil'"ldings are reported in terms such as "more," 
"less," or "increasing." 
Analyses using exact frequency counts as their system 
of enumeration are a particular point of contention. The 
case for such analyses is powerful, especially the argument 
that such analyses enable conclusions to be stated with more 
prec i s i CIYI. Conversely, some researchers take the position 
that the equation of content analysis with exact frequency 
tabulation leads to undue emphasis being placed on precision 
at the cost of problem significance. Especially in problems 
of applied social science, inferences drawn on the basis of 
simple appearance or nonappearance of attributes in messages 
(somet imes called "qual i tat i ve" content al'"lalysis) may be 
more significant than those based on f~§g~§n£~ of appear-
aYlce. This argument is especially valid when a linear 
relationship cannot be assumed between frequency and 
importance of attributes (Holsti, et al., 1968). 
Given the purposes of this research, the data unit 
felt to be most meaningful was the ib§ID§. For the same 
reason, the system of enumeration chosen was the ~QQ§s~~n£§ 
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of particular themes in a given document or respondent's 
irlterview. The classification scheme for the documents (and 
the interview responses) is that defined in the analytical 
framework developed as part of the research, as discussed in 
the early part of this chapter and described in detail in 
Chapter VI. That is, the themes, or variables, chosen for 
analysis are those contained within the analytical model, 
which is based on Parsons' pattern variables of role 
de f i 1"11 t i CII"I. 
It is the "qualitative" form clf cClnte1"lt analysis, 
then, that is used here. It should be noted, though, that 
the label "qual i tat i veil is somewhat misleadi rig, si 1"lce data 
coded in terms of appearance of attributes may be (and is) 
presented numerically. For example, the percentage of items 
(e.g., articles, books, interview responses) in which a 
theme appears may be given (Holsti, et al., 1968). 
PHASE 3: IDENTIFICATION OF PATIENTS', FAMILIES', AND 
HEALTH PROFESSIONALS' ROLE EXPECTATIONS FOR THE 
PROVIDER OF TERMINAL CARE 
The interview data for this research were gathered 
through an earlier exploratory study that was designed to 
identify important issues and factors related to the provi-
sion of qual ity terminal care for the elderly. In this 
study, personal interviews were conducted with individuals 
having intimate knowledge of the area of terminal care and 
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comprising the role set (Merton, 19S7a), that is, represent-
ing the various perspectives from which care can be 
experienced: terminally ill people, family members of 
terminally ill persons, bereaved family members, and profes-
sional health care providers. The following sections: (1) 
describe the procedures used to select programs and 
respondents to be interviewed, (2) profile the programs and 
the respondents, (3) describe the interview schedules used, 
and (4) detail the data analysis procedures. 
§§1§£~iQn_8ng_E~Qfil§_Qf_E2~!i£ias!ing_E~gg~2m§_8nQ 
B§§2gnQ§!:!!§ 
Given the exploratory nature of the earlier study, it 
was important to obtain the views of persons representing 
the various approaches to terminal care and the environments 
in which terminal care is given. Therefore, a two-step 
respondent selection design was required. First, programs 
providing terminal care were selected and second, patients, 
families, and staff within each program were identified for 
participation in the study. Appendix A contains an over-
view of the respondent selection plan. 
Terminal care may be provided 
on an inpatient basis (e.g., in a hospital or nursing home) 
or in the patient's own home. In addition, this care may be 
ei ther "convent ional" or "hospice" care, as discussed i Y'. 
Chapter II, Review of the Literature. 
"Coywent ional" care is that based on the med ical 
model; that is, primary attention is given to patients' 
medical needs, and care is oriented toward aggressive 
treatment, with the principal aim being extension of the 
patient's life. Generally, in conventional care, the 
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emphasis is on inpatient care, and when care is given at 
home, the home care providers, usually nurses, are staff 
rllembers of an autc'Y"lc,mous orgaY"li zat ion. In "hospice" care, 
the holistic model of care is followed, whereby patients' 
psychological, social, spiritual, and other needs, as well 
as their physical needs are addressed. Care is provided by 
a multidisciplinary team, and an attempt is made to provide 
as much care as possible in patients' own homes. AYlother 
feature is that patients' families' needs also are 
addressed. Hospice care may be given within a hospital, 
nursing home, or as part of an already existing home care 
program. This care may also be provided through a separate 
program in which only hospice care (inpatient and/or home 
care) is offered. 
Therefore, to represent the various terminal care 
approaches and environments, respondents from 10 different 
programs were included in the study. Due to budgetary 
considerations, where possible, programs in the Portland, 
Oregon, area were selected. These programs were selected 
purposively on the basis of the researchers' knowledge of 
the programs providing terminal care in the local community 
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as well as that of local informants specializing in the area 
of terminal care who were consulted. 
In making the program selections, as well as later in 
the course of the interviews, it became clear that in 
practice the distinction between "hospice" ar,d "conven-
tioY,al" programs is nc.t· always clear-cut. Some pre.grams 
claiming to provide hospice care fell short of this goal in 
terms of meeting ~ll of the characteristics of hospice 
programs, detailed in Chapter II, that are widely accepted 
and consistent with the National Hospice Organization 
st ay,dards. Another program was reluctant to designate 
itself as a hospice because of its location within a 
hospital and because the patients it served were scattered 
throughout the hospital. While this model for hospice care 
is now accepted, at the time of the study there existed a 
decided ly "purist" hospice fact ior, that considered oy,l y 
autor,omous hospice prograrns as "true" hospices. If a 
program possessed, at least on paper, all or nearly all or 
the characteristics of a hospice program as detailed in 
Chapter II, it was desigY,ated a "hospice-like" program. 
Of the 10 programs 
ultimately selected, five were "hospice-like" ar,d five were 
"convey,t ional." Nine of the 10 programs were in Port lay.d. 
One, a freestanding hospice, of which there was none in 
Portland, was located in another Western state. Three 
hc.spitals (two of which were "hospice-like"), four nursir,g 
homes (one "hc.spice-like"), two home care programs (one 
"hospice-like"), arid Ol"le autorlomous hc.spice facility were 
included in the study. Table 2 briefly describes each 
Appendix A provides detailed information 
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concerning each program. 
§~1~£iiQn_Qf_lnQi~ig~~1_B~§2Qng~ni§. Iderlt i ficat iorl 
of the study participants comprised the second step in the 
selection process. The study design called for the inter-
viewing of ten people (two terminally ill patients, two 
family members of terminally patients, two family members o¥ 
patients who had recently died (referred to here as 
"bereaved family members"), three health professionals 
(refert~ed to as "staff" or "staff members"), arid the 
administrator or super-visor) in each of the 10 programs. 
Of the 100 proposed interviews, 94 were completed. 
The administrator or supervisor of each program was 
first interviewed. He or she then designated three staff 
persons heavily involved in the care of patients having late 
stage disease, preferably of different disciplines, such as 
a nurse, a physician, and a social service provider. 
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TABLE II 
DESCRIPTION OF PROGRAMS PARTICIPATING IN THE STUDY (N=10) 
tiQ§Qitel§ (n=3) 
1. A teaching hospital selected to represent a traditional 
inpatient approach to terminal care 
2. A private non-profit hospital with a well-established 
"hc.sp i ce-l i ke" prc.gram for car-Icer pat i erlt s 
3. A private non-profit hospital with a very recently 
established "hospice" ir,patierlt unit 
4. A proprietary skilled nursing facility representing a 
conventional approach to patient care 
5. A non-profit nursing home with skilled and intermediate 
care beds, specializing in rehabilitation, sponsored by a 
fraternal organization, representing a conventional approach 
to care (although planning for a hospice unit had begun) 
6. A non-profit nursing home with religious affiliation and 
both skilled and intermediate care patients, representing a 
conventional approach to care (but considering specializing 
in terminal care) 
7. A non-profit skilled and intermediate care facility with 
religic'lls affiliatiorl, providing "hospice-like" services 
(and planning for a designated hospice unit) 
8. A "hospice" he.rae care program under the auspice of a 
large non-profit, United Way-funded, full service home 
health ager,cy 
9. A small non-profit full service home health agency 
representing a conventional approach to home care 
10. An autonomous, free-standing hospice program offering 
both inpatient and home hospice care (located outside the 
Portland, Oregon, area as no such program had been 
established locally) 
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The administrator or a staff person designated by him 
or her then identified two terminally ill patients meeting 
the following criteria, which were modified from those used 
by Hinton (1979): 
a. at least 60 years of age; 
b. willing and able to be interviewed; 
c. having a prognosis of six months or less to live; 
d. having received care in the program at least one 
week; 
The final criterion was that one patient was to be one 
fClr whclm staff felt care "was going well, II and the other was 
to be CIYle for whom care was "not goiYlg so well" for some 
reasoYI. This criterion was applied to maximize the range of 
perspectives and opinions that patients would bring to bear 
CIYI the Y,ature of "quality" termirlal care. 
Similarly, two family members of older (age 60 or 
over) terminally ill patients being cared for in the program 
were identified by the administrator or staff persons. 
Family members could be related to the patients interviewed 
or they could be family members of patients not interviewed. 
The stipulation made was that they should be first order 
family members or members who were close to the patient. 
Finally, two family members whose loved ones had died 
within the last six months (bereaved family members) were 
identified and interviewed. 
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For both the bereaved family members and the family 
members of patients currently ill, the selection criterion 
clf "care going or having gone well"/"care not going or not 
havi Ylg gOYle so well II was appl ied. That is, one family or 
bereaved family member was to be one for whom the patient's 
care was going or had gone well, and the other was to be one 
for whom the patient's care was not going or had not gone so 
well. 
The following paragraphs 
profile the characteristics of the respondents by group. 
Appendix A contains additional detail. 
A total of 17 of the proposed 20 patients 
(two in each of the 10 programs) were interviewed. IYI one 
program, no patients were interviewed because the program's 
start-up date was delayed and because no patients meeting 
the study criteria had been served by the close of the 
interviewing period of the proJect. In another program, 
which was quite small, only one patient could be inter-
viewed. Only three of the patients who were served in this 
program while interviews were being conducted met the study 
criteria, and the nursing supervisor reported that two of 
those declined to participate when she approached them. 
Nine of the 17 patients interviewed were women and 
eight were men. Ages ranged from 57 to 86, with 75 as the 
rnediarl age. Although the man who was 57 did not fit the age 
criterion for the study, he was included because (1) he and 
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the other patient interviewed in that site were the only two 
patients who were otherwise eligible to participate, and (2) 
more important, he expressed enthusiasm for the study and a 
desire to be interviewed when he learned about the study. 
Fifteen of the 17 patients had a primary diagnosis of 
cancer. One patient was diagnosed with amyotrophic lateral 
sclerosis, and another had experienced a severe cardiovas-
cular accident (eVA) and had a very limited prognosis. The 
time since the diagnosis or since the first episode of 
illness ranged from three weeks to over seven years. Five 
people reported being ill for one year or less, five others 
had been ill one and a half to two years prior to the 
interview, and the remaining seven from three to seven and 
orle-hal f years. 
In most cases, the individual's prognosis was 
"guarded," "uncertairl," or "unclear, II reflectirlg providers' 
reluctance to estimate specific amounts of time left to 
1 ive. At least three patients had outlived their original 
prognoses, two by over a year; one man was especially 
del i ghted about "surprisi ng the experts." Most pat i2rlts 
knew about their disease and stated to the interviewer that 
they were "living on borrowed time" or "couldn't expect to 
survive this too long." Orle person did not know her prog-
nosis, one either did not know or did not wish to speak of 
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it, and one had been told, according to staff, yet denied 
it. 2 
Most of the patients with whom the researchers spoke 
had been cared for in a variety of settingso Of the eight 
people who were interviewed in the hospital or their homes, 
only one had ever been a patient in a ~~rsing home. In 
contrast, respondents interviewed in nursing homes generally 
reported several episodes of hospitalization as well as home 
Eighteen 
family members of patients who were £Y~~§n~!~ terminally ill 
were interviewed for the study. It should be noted again 
that the family members interviewed were not necessarily 
those of patients who were interviewed. 
There was only one patient and one family member 
available to be interviewed from one home care program, and 
in the program which was quite new, no patients and, conse-
quently, no family members, fit the study criteria. In one 
of the nursing homes, staff enthusiastically recommended a 
third family member in addition to the two called for in the 
respondent selection plan. This person was interviewed both 
2 
As noted earlier, awareness of the prognosis was not 
a criterion for participation. Patients and families were 
interviewed "for research into caring for people with a 
serious illness," as the research team did not want to risk 
divulging previously unknown or denied information, and 
because such awareness was not central to the purpose of the 
study. 
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in order to compensate for the lower number of family 
members from the other programs and because the staff member 
already had contacted the family, and they were very much 
interested in taking part. The staff person also indicated 
that this family had presented a problem for the staff in 
the past and, therefore, fit the criteria of a family member 
where care had not gone well. 
The group of family members interviewed contained 15 
women and three men who ranged in age from 30 to over BO. 
Included were a nephew, a niece, a sister, seven wives, six 
daughters, and two husbands. In 13 cases, their ill 
relative was also interviewed for the study. In three of 
the five remaining cases, interviews were conducted with the 
family members in anticipation that their ill relatives 
would be interviewed as well, but the patients subsequently 
became too ill to be interviewed. The fourth family member 
was interviewed in place of the wife of one of the patients 
because the patient had requested that she not be inter-
viewed. In the fifth case, a patient having no family was 
interviewed, so a family member of another patient (who was 
too ill to be interviewed> was asked to participate. 
The terminally ill relatives of the family member 
respondents ranged in age from S7 to B4. Of the two whose 
ill relatives were under the age of 60 and so did not meet 
study criteria, the reason for including one, and thus his 
family member, is described in the profile of the patients 
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interviewed. The second was a family member of a patient 59 
years of age; this individual was included at the program 
staff's insistence because of their reported difficulty in 
identifying respondents who met all criteria. 
Fifteen of the respondents' relatives had some form of 
cancer, two had suffered strokes, and one had amyotrophic 
lateral sclerosis. Length of illness or time since 
diagnosis ranged from five and one-half months to six years. 
The functional status of the patients about whom family 
members spoke varied. Two patients, while quite seriously 
ill, were ambulatory and apparently were continuing many of 
their normal activities. Four of the patients were very 
close to death at the time their family members were 
interviewed; one man died only hours after his wife's 
interview. 
The degree of involvement of family members in the 
patient's care varied as well, although most of the family 
members interviewed seemed to provide considerable support. 
The least involved was a man who visited his uncle every 
week and took care of his finances. This man was the 
patient's closest relative. Some of the other family 
members interviewed had come from out of state to be with 
their ill relatives in their last days. Of those who were 
spouses of terminally ill people, all were or had been 
heavily involved in providing care at home. Many were 
themselves in poor health. The role for several of the 
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daughters appeared to be that of advocate and information-
gatherer. One daughter had quit her Job to take over her 
father's business. 
Twenty ~~~~~~~~ family members (two in each of the 10 
programs) were interviewed. These family members included 
daughters, husbands, wives, one cousin, one daughter-in-law, 
and one brother. The respondents ranged in age from their 
late 20s to 86 years of age. Seventeen of the 20 family 
members' terminally ill relatives had had some form of 
cancer, including cancer of the colon, breast, or lung, 
leukemia, and multiple myeloma. One man had had cirrhosis 
of the liver and two women had had a severe stroke. Many 
had been ill for several years before they died, but some 
for only a few weeks. The median length of the relative's 
illness was 20 months; the mean length was about 30 months. 
Most of the family members had been bereaved for Just 
one or two months, although one person had been bereaved for 
only 10 days, and another for nearly two years. The 
recollections of this latter respondent remained quite 
vivid, and the program staff had felt that her interview 
would make a strong contribution to the study. 
All of the bereaved family members had been very 
heavily involved in the care of the relative who had died. 
With two exceptions, all had cared for their relatives at 
home at some point during the course of the person's 
illness. One, a brother, had not, but he had visited his 
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sister daily, both when she was in her own home and when she 
was in the hospital. Another respondent's sister had cared 
for their ill mother in her home, with the respondent 
providing other types of support. This respondent was one 
of the several of the respondents who had played the role of 
advocate for the terminally ill patients, which involved 
gathering information, seeking explanations, and spending 
nights in the hospital or nursing home witn the patient to 
make sure that they received the necessary services. 
A total of 39 health 
professioY'lals, (referred to variously as "staff," "care 
providers," "health professionals," or "professional care 
givers" thrc1ughout this document), iY'lcludiY'tg the 
administrators or supervisors of the 10 programs, were 
interviewed for the study. In one site, only three 
providers were interviewed since the fourth became ill and 
unable to participate. 
Of the 10 administrators or supervisors interviewed, 
seven had training in a field in addition to that of 
administration: five were nurses, one was a social worker, 
and one was a physician. In one program, administrative 
responsibility for the program was shared by two individ-
uals. The person who was most involved in day-to-day 
supervision was designated as the administrator for the 
purposes of the study. 
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Included among the remaining 29 respondents in this 
sub-group were 14 nurses (including a geriatric nurse 
practitioner and a mental health nurse), seven social 
workers, four physicians, four home health or nurse aides, 
and one chaplain. 
The length of time the health professionals 
interviewed had been working in their currrent positions 
ranged from one month to 23 years. 
time was one year. 
The median length of 
Q§§£~iEiiQ~_Qf_Ib§_!~i§~~i§~_§£b§g~l~§ 
The instruments developed for use in this earlier 
study were designed to elicit the views of the respondent 
groups concerning issues surrounding the definition, 
provision, and assurance of quality terminal care. Guiding 
their development was a preliminary conceptual model, with 
the design based on a review of relevant literature. This 
model contained those elements asserted in the litera-ture 
as factors affecting or indicating the quality of care. The 
intent was to structure the interviews so that the important 
dimensions of quality terminal care, from the perspective of 
all pertinent groups, would be identified and explicated. 
With this goal in mind, while standardized for each 
respondent group, questions were open-ended to promote free 
expression of experiences, thoughts, and concerns. The 
interviews were conducted face-to-face, both because of the 
personal and sensitive nature of the questions &nd to 
facilitate probing where clarification or elaboration was 
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necessary. Five schedules (one each for patients, families, 
bereaved famililes, program staff, and adminstrators) were 
desigrled. The schedules for patients, families, and 
bereaved families were virtually the same, with appropriate 
wording changes, as were those for program staff and 
administrators. Copies of the patient and the staff 
interview schedules appear in Appendix B. In gerleral, the 
instruments used with patients, families, and bereaved 
families asked questions regarding: 
a. the Yleeds of termirlally (c.r "seriously," for those 
possibly unaware of the prognosis) ill people; 
b. the needs and concerns of families of incurably 
(or "seriously") ill people; 
c. characteristics of staff that enhance provision of 
"good" care; 
d. things liked and disliked about the various 
settings in which care had been received; and 
e. the defi ni t iOYI of "qual i ty" termi rIal care (or 
"care for seriously ill people"). 
The schedules used with program staff and administra-
tors contained questions concerning: 
a. the needs of terminally ill persons and their 
families; 
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b. characteristics of staff that enhance provision of 
"good" care; 
c. factors (e.g., policies and practices) hindering 
and facilitating provision of "good" care; 
d. the defi yli t ioY. e,f "qual i ty" terminal care; 
e. recommendations for assuring provision of 
"quality" terminal care; 
f. i nd icators of "qual i ty" terminal care; and 
g. (fe,r admiylistrators only) characteristics of the 
program in general and of service recipients. 
Questions of a general nature regarding these issue 
areas were asked as well as some employing a version of the 
critical incident technique. This latter method involved 
asking staff to think of three specific cases in which care 
had gone well, and then three in which care had not gone as 
well as they would have hoped, and to describe the circum-
stances in each of those six cases. Similarly, patients and 
families were asked to recall three care providers they had 
especially liked and three they had not liked. OYle example 
of general questioning came near the close of the interview, 
when all respondents were asked to describe what they 
thought "good care for people who are seriously ill consists 
of" (or "terminally ill", for providers and those patients 
and families aware of the prognosis). 
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The technique employed in analyzing the interview data 
was a form of content analysis. Traditionally, applications 
of content analysis have not involved the direct questioning 
or observing of people. Inste~d~ already existing written 
material is examined (Kerlinger, 1973). Increasingly, 
however, this technique has been applied to data, or mes-
sages, generated in the research process, such as responses 
to open-ended questions in survey research. In fact, the 
coding of open-ended questionnaires may be considered to 
fall under the rubric of both content analysis and survey 
research; some researchers use the terms "content analysis" 
and "coding" interchangeably (Holsti, et al., 1968). 
As noted in the discussion of the analysis of the 
literature on the socialization of physicians and nurses, 
content analYSis allows systematic description of the 
message, or response, and eliminates distortion caused by 
selective perception. As Holsti, et ala (1968:603) observe, 
this is especially important in research such as that 
reported on here: 
To analyze ••• open-ended questionnaires, the social 
scientist often requires information of a subtlety 
or complexity which renders casual scrutiny 
inadequate, even if undertaken by a skilled and 
sensitive reader. 
Given the purposes of this research, the data unit 
felt to be most meaningful was the ~n~m~. The system or 
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enumeration chosen was the ~QQ~~~~n£g of particular themes 
in a given document or respondent's interview. As a result 
of the open-ended nature of the questions, an attempt had to 
be made in analyzing the data so as not to weight the 
responses of some participants more than others due to their 
loquaciousness. This attempt took the form of analyzing the 
data by appearance or nonappearance of a given theme rather 
than an exact frequency tabulation. 
The £!~§§ifi£~iiQn_§£b~mg for the interview responses 
(as well as for the socialization literature) was that 
defined in the analytical framework developed as part of the 
research, as discussed in the early part of this chapter and 
described in detail in Chapter VI. That is, the themes, or 
variables, chosen for analysis are those contained within 
the analytical model, which is based on Parsons' pattern 
variables of role definition. 
In sum, a thematic analysis of the views of the three 
groups of respondents (patients, families, and health 
professionals) with regard to the characteristics and 
behaviors they felt a provider of quality terminal care 
should possess and exhibit was conducted. As described in 
the preceding section, Qg§£~iQtiQn_Qf_Ibg_Intg~Yig~ 
§£bg~y!g§, a number of questions pertinent to the research 
problem were asked in these open-ended, structured 
interviews with terminally ill patients, family members, and 
health professionals currently providing terminal care. 
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Instead of selecting for analysis only certain questions 
asked in the interviews, however, a decision was made to 
read all interviews in their entirety, and to note and code 
all comments relevant to the research problem. These 
comments were recorded as to their position with regard to 
each of the pattern variables as operationalized in the 
analytical model (see Chapter VI). 
The decision to analyze the interviews in their 
entirety was made for two reasons: (1) because of the 
appearance of comments relevant to respondents' role 
expectations for the provider of quality terminal care 
throughout the interviews, and not Just in response to 
particular questions, and (2) because of a desire on the 
part of the researcher not to take interviewees' comments 
out of context. As a result of the freedom of response 
allowed through the open-ended response format, interviewees 
occaSionally would answer a question prior to its being 
asked. To avoid the boredom and impatience which would 
result from asking respondents to repeat themselves later in 
the interview, these out-of-sequence responses were noted by 
the interviewer and the question was not asked except when 
clarification or elaboration was felt to be necessary or 
desirable. The reverse of this situation occurred as well: 
interviewees frequently remembered things that they should 
have mentioned earlier, or a thought came to mind and they 
wished to express it then, regardless of its relevance at 
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that time. Also, sometimes the response given to one 
question was actually much more pertinent to another. 
After all respondents' relevant comments were coded, 
they were aggregated by respondent group: patients, 
families (including families whose relatives were living at 
the time of the interview as well as those whose relatives 
had died within six months prior to the interview>, and 
health professionals (the administrators and the program 
staff were combined to form one group). 
ggslii~_8nQ_bimiieiiQn§_gf_In~_lni~~Yi~~_~2~~ 
The interview data brought to bear on the questions 
posed in this study are exceedingly rich in detail and 
breadth, providing the perspectives of providers actively 
involved in the provision of terminal care as well as those 
of terminally ill patients and family members of gravely ill 
or recently deceased patients. The quality and the limita-
tions of the data generated in this study are related to the 
(1) respondent selection, (2) instrumentation and data 
collection, and (3) analytical procedures used. Specifi-
cally, caution is required in interpreting the findings and 
generalizing from them due to the non-random nature of the 
respondent selection process, the use only of verbal self 
reports of the respondents and the lack of behavioral ci~ta, 
and the open-ended format of the instruments. 
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B~§Qgng~ni_§~l~£iign. Both the limited time frame of 
the study and cost considerations precluded the use or 
random selection procedures either for programs or for 
individual respondents (patients, families, and providers). 
Random selection of patients and families was not feasible 
because of the relatively short time frame within which 
interviews were to be conducted and the small number of 
patients in a program at any give time likely to fit the 
study criteria. Random selection of family members who had 
been recently bereaved was deemed too time consuming. The 
representativeness of the respondents interviewed, 
therefore, cannot be assured. 
The respondent selection procedures chosen, however, 
did attempt to maximize the likelihood of identifying a 
r~ng~ of individuals with a wide variety of perspectives 
concerning the provision of quality care for terminally ill 
older people. Professionals of various disciplines who were 
involved in the provision of terminal care (physicians, 
nurses, aides, social workers, and clergy) as well as 
patients and families (some who had had relatively positive 
and others who had had negative care-related experiences), 
were to be interviewed. Furthermore, inclusion of the "care 
had gone well/care had not gone well" criterion was felt to 
be a more useful and practical approach to obtaining views 
of "quality" terminal care which would be based both on 
positive and negative experiences than a random selection 
procedure. 
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Nonetheless, there was a possible bias toward persons 
least likely to be critical of care in a given program, 
in that respondents were to be identified by the ~rogram 
administrators because of their knowledge of the staff 
persons most involved in providing terminal care and of the 
patients and families who would meet the criteria. For the 
most part, though, having the administrator or their 
designee select the respondents did not seem to result in 
only favorable comments about the care; providers and 
recipients of care (patients and f~milies) alike seemed 
quite candid and willing to relate shortcomings as well as 
positive aspects of care. There were cases in which g~£h or 
the two patients, family members with ill relatives, and 
family members whose relative had recently died of a 
terminal illness seemed to be persons whose care-related 
experiences appeared, on the whole, relatively positive, or, 
conversely, negative. Rather than being an intentional 
disregard of the study criterion of one respondent for whom 
care had gone well and one for whom care had not gone so 
well, more often this deviation seemed to have occurred 
because of an attempt to satisfy the other criteria. 
those were not rigidly adhered to, with the most obvious 
example being the identification of patients or family 
members of patients younger than 60 years of age, 
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particularly in programs which provided care to a very small 
number of terminally ill patients. 
Another problem with having respondents selected and 
approached initially by the program administrator or staff 
is that the exact number of persons who were considered but 
~ut approached for some reason, or who were approached but 
who refused to participate, is unknown. The selectors did 
not indicate difficulties in obtaining agreements to be 
interviewed once individuals were asked, but again, those 
who might have refused may not have been approached. II"I a 
few cases, we were referred to potential respondents without 
their having been apprised of the study; these persons were 
a bit apprehensive at the outset, especially about signing 
the form indicating their informed consent to participate in 
t he research. 
It should also be pointed out that, as would be 
expected in research in which very ill people are to be 
interviewed, some interviews which had been arranged with 
patients had to be rescheduled or another patient selected 
because the first became unable to respond due to a serious 
deterioration in condition or, in a few cases, death. 
Most of the patients who were interviewed or whose 
care was described by a family member had a primary 
diagnosis of cancer. 11"1 that the desi grlat iorl "termi rlally 
ill" usually is applied to victims of cancer, however, and 
most programs being developed specifically to serve the 
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"terminally ill" are targeted toward persoYls having CaYICer, 
this is not viewed as a limitation of the study. 
No special efforts were made to maximize demographic 
differences among respondents and no socioeconomic data were 
gathered formally for any of the respondent groups; however, 
a fairly broad range of financial statuses, levels of 
education, and occupations seemed to be represented among 
the participants. With the exception of some respondents 
who were Jewish, however, no members of ethnic or racial 
minorities were interviewed. Thus, the results with respect 
to the role expectations held for health professionals 
providing terminal care may be somewhat culture-bound. 
Two final respondent selection issues should be noted. 
First, the data were gathered with the quality of terminal 
care given principally to the elderly (persons age 60 and 
older) in mind. This is not viewed as a serious limitation, 
however, as the greatest proportion of deaths in the U.S. 
(approximately four-fifths) are of persons over the age of 
65 (Halper, 1979). Second, only programs providing terminal 
care in urban areas were included. Again, as the bulk of 
health care, especially specialized health care, is provided 
in urban settings, this is not viewed as a limitation of the 
study. 
In general, the persons with whom we spoke were very 
open and willing to describe their experiences and feelings 
about the various care settings and providers. Most of the 
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patients were aware of their limited prognosis and many 
discussed this with the researchers. Patients and bereaved 
families in particular seemed surprisingly comfortable with 
the researchers and often shared past events. Patients did 
tire easily and answered questions more briefly than the 
other groups. Some patients and family members were very 
matter-of-fact about their or their relative's condition and 
their care experiences; others were close to tears many 
times. Interviewees volunteered two primary reasons for 
their willingness to participate in the study: a hope that 
the care given to others could be strengthened and improved 
through their descriptions of their feelings and experiences 
throughout their or their relative's illness, and a desire 
to express gratitude for care which had been received. 
Bereaved family members seemed particularly willing to 
talk in detail with the researchers. This may have been due 
in part to a therapeutic value in reviewing these events, 
but also because of their having seen their loved one 
through to the end of his or her life and the broadened 
perspective that afforded. 
The primary limitation related to 
the collection of the data was that respondents' verbal 
reports were relied upon. The accuracy of these reports, 
and especially the extent to which selective recall (due to 
repression or suppression) affected respondents' comments, 
cannot be estimated, although family and bereaved family 
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members' accounts of the various experiences with care they 
or their relative had had usually were quite vivid and 
appeared to be fairly comprehensive. 
Some professionals commented that they wished they 
could have had more time to consider their responses; for 
these persons, a mail questionnaire might have been more 
suitable. A loss of completeness and clarity, as well as a 
lower number of responses, might have resulted, however, had 
the questionnaire been mailed. Also, the value of personal 
communication and presence in the care setting cannot be 
overstated in research of this type. 
The use of the open-ended question format generally 
seemed to be appreciated by all respondents, although some 
people did remark that certain questicorls were "hard." This 
format was viewed by the research team as that most 
appropriate and useful given the exploratory nature of the 
study, but it did pose some problems both in terms of 
conducting the interview itself (questions were sometimes 
answered before they were asked) and in analyzing the data, 
as discussed below. 
Fi Y'lally, the instrument did contain a "checkl ist" 
which listed various statements concerning the provision of 
care to seriously ill people and asked respondents to rate 
how much each item "mattered." Unfortunately, the checklist 
as a whole proved to have a number of deficiencies. First, 
it was too long. Second, it was biased toward the hospice 
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model of care; that is, all items contained wording 
consistent with hospice principles. Third, it asked 
respondents to indicate the importance of each item (how 
much each mattered), which was a somewhat confusing format. 
Should such a checklist be used in the future, it could be 
much improved through decreasing the number of items, 
wording some statements to be consistent with the medical 
model orientation to health care, and asking respondents to 
indicate the extent to which they 2S~~~g with each 
statement. Fourth, certain items, or statements, posed 
problems in that they contained words that were interpreted 
differently by the various respondents, such as one which 
referred to "services." 
Despite the deficiencies of the checklist, it did 
serve to elicit some interesting and enlightening comments. 
Therefore, a decision was made to use in the analysis only 
those pertinent explanatory remarks made in response to the 
item on the checklist, nQ~ the ratings of importance 
assigned by respondents to the various items. 
The primary difficulty associated with 
open-ended questioning is the reliability of the analysis. 
As detailed previously, the analytic method chosen for the 
purposes of this study was content analysis. In content 
analysis, the reliability of a study is a function of both 
the Judge(s) or coder(s) and the categories into which data 
must be classifed. Affecting the reliability of the 
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coder(s) is the type of units designated to be coded. When 
these uY'lits are "natural," (e.g., a word or a paragraph), 
few problems arise; when the units are themes, as in this 
study, coding is more difficult because of the lack of 
physical guides to distinguish one unit, or theme, froM 
aY'lother. 
The second step in content analysis, and the second 
area in which reliability can be problematic, is the 
decision concerning the category into which the unit is to 
be placed. As Holsti, et al. (1'368:658), poiY'lt out: 
Reliability of classification is largely a function 
of category definition and the types and numbers of 
discriminations to be made ••• fine discriminations 
between categories often result in a high incidence 
of disagreement. After pretesting, the investigator 
may aggregate such categories, but this approach is 
applicable only if the fine distinctions are not of 
maJor theoretical significance. 
They go orl to say that, paradoxically, liAs categc.ries aY'ld 
units of analysis become more complex, they are likely tel 
become both more useful and less reliable" (Holsti, et al., 
1968 : 660) • 
The validity of the data also should be discussed 
here. Holsti, et al. (1968) state that normally, if the 
data serve as a direct answer to the research question, as 
is the case at least partially in this research, rather than 
as indicators of characteristics to be inferred, and if the 
purpose of the research is a purely descriptive one, 
content, or face, validity is sufficient. Cc.nteY'lt va 1 id i ty 
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usually is established through the informed Judgment of the 
investigator. In that the findings appear to be plausible 
and in keeping with what might have expected, they are felt 
to have content validity. 
In sum, there are certain drawbacks in the 
methodological procedures used in this study, including the 
fairly small number of cases (N=94), the respondents not 
having been selected randomly, a few instances in which the 
selection criteria were not rigidly adhered to, the use of 
self-report rather than behavioral data, and the use of 
open-ended questions and the performance of content 
analysis. At the same time, the research was exploratory in 
nature, and the design employed yielded data very rich in 
detail, from persons receiving or giving terminal care in a 
range of urban programs. It is felt that the data are 
exceedingly rich and provide a reasonably comprehensive view 
of the types of role expectations held by patients, 
families, and health professionals for the ideal provider of 
quality terminal care. 
CHAPTER VI 
ANALYTICAL MODEL 
The analytical model developed as part of this 
research is derived from and comprised of Parsons' (1951) 
pattern variables, which were first referred to in Chapter 
III and then discussed briefly in the first section of 
Chapter V, Research Design and Methods, Eb~§~_11 
As mentioned earlier, 
these pattern variables offer a framework for viewing the 
role expectations associated with the health professional 
role in the provision of quality terminal care. A 
description of the pattern variables is presented below. An 
elaboration of the analytical model developed for this 
research the!'". follows. 
£~r~Qna~_E~~~~rn_~~ri~Q!~§1 __ 8_Er~m§~Qr~_fQr_~i~~ing_BQl§ 
g~Q~~~§i.iQ!:!'§ 
One framework for viewing the expectations associated 
with a role is that developed by Parsons (1951). His 
"system of types of possible patter!'". variables clf role 
definition" (Parsons, 1951:66) consists of five concept-
pairs or polar alternatives. The five concept-pairs are: 
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(1) affective neutrality--affectivity; (2) specificity--
diffuseness; (3) universalism--particularism; (4) 
achievement-orientation--ascription--orientation; and (5) 
collectivity-orientation--self-orientation. (See Figure 
2. ) 
Parsons views the pattern variables as being 
interrelated and not as simply constituting a list. He 
states that the concept-pairs revolve about an axis which 
has two poles: motivational orientation and cultural 
(value) orientation. Two of the pattern variables 
(universalism-particularism and achievement-ascription) are 
of particular relevance to the value-orientation pole; two 
are of particular relevance to the motivational-orientation 
pole (specifiCity-diffuseness and neutrality-affectivity); 
and the fifth is "neutral" between them (collective-self 
orierltat iorl) (Parsons, 1951: 102) • There are 32 
possible combinations of polar values of the five variables. 
These variables enable categorization of the normative 
demands on roles. 
Turner's (1974:36) description of Parsons's pattern 
variables and their meaning is a particularly clear one and 
is reproduced below: 
1. 8ffg£liYil~=~ffg£liyg_ngYl~~lii~ concerns the 
amount of emotion or affect that is appropriate 
in a given interaction situation. Should a 
great deal or little affect be expressed? 
2. QiffYa§n§a§=§Qg£ifi£ii~ denotes the issues of 
how far-reaching obligations in an interaction 
Neutrality V5. Spec i 1'ic i ty V5. UniversalisM vs. Achievement vs. 
Fl1'1'ect i v i t Y Di 1'1'user,ess ParticularisM Ascription 
El.ll!.!l:I:LE. Parsons' pattern varlables. 
Collect i ve V1ii. 
Self Orientation 
..... 
-..l 
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situation are to be. Should the obligations be 
narrow and specific or should they be extensive 
and diffuse? 
3. Yni~~~as!iam=~~~t!£~!s~iam points to the problem 
of whether evaluation and Judgment of others in 
an interaction situation is to employ 
standardized and agreed-upon criteria or 
subJective standards. Should evaluation be 
performed in terms of obJective, universalistic 
criteria or in terms of more subJective, 
particularistic standards? 
4. 8£bi~~~m~nt=ea£~ietiQn deals with the issue of 
how to assess an actor, whether in terms of 
performance or on the basis of inborn qualities, 
such as sex, age, race, and family status. 
Should an actor treat another on the basis of 
achievements or ascriptive qualities that are 
unrelated to performance? 
5. §~!f=£Qllg£tiYit~ denotes the extent to which 
action is to be oriented to self-interest and 
individual goals or to group interests and 
goals. Should an actor consider his personal or 
self-related goals over those of the group or 
larger collectivity in which he is involved? 
Parsons (1951) has applied his pattern variable 
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framework to the role of the physician. As he states, this 
role belongs to the general class of "professional" roles, a 
sub-class of the larger group of occupational roles: 
As an occupational role it is institutionalized 
about the technical content of the function which is 
given a high degree of primacy relative to other 
status-determinants. It is thus inevitable both 
that incumbency of the role should be achieved and 
that performance criteria by standards of technical 
competence should be prominent ••• 
In common with the predominant patterns of 
occupational roles generally in our society it is 
therefore in addition to its incorporation of 
achievement values, universalistic, functionally 
specific, and affectively neutral. Unlike the role 
of the businessman, however, it is collectivity-
oriented not self-oriented ••• 
There is an intrinsic connection between achieved 
statuses and the requirements of high technical 
competence, as well as universalism and 
cornpet ence ••• 
High technical competence also implies specificity 
of function. Such intensive devotion to expertness 
in matters of health and disease precludes 
comparable expertness in other fields (Parsons, 
1951 : 434-435) • 
With regard specifically to the pattern variable 
affectivity-neutrality, he asserts that: 
The physician is expected to treat an obJective 
problem in obJective, scientifically Justifiable 
terms. For example whether he likes or dislikes the 
particular patient as a person is supposed to be 
irrelevant, as indeed it is to most purely obJective 
problems of how to handle a particular disease 
(Parsons, 1951:435). 
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Concerning the physician's collectivity orientation, 
Parsons (1951:435) notes: 
The "ideology" of the profession lays great emphasis 
on the obligation of the physician to put the 
"welfare of the patient" above his personal 
interests, and regards "commercialism" as the most 
serious and insidious evil with which it has to 
contend ••• The "profit motive" is supposed tel be 
drastically excluded from the medical world. 
In sum, the role of the professional, which includes 
the role of physiciaY'1 and that of nurse, is, accordiY'lg to 
Parsons and in terms of the pattern variables, characterized 
by affective neutrality, specificity, universalism, 
achievement, and collectivity orientation. 
For the purposes of this research, these pattern 
variables have been operationalized through the 
identific~tion of one or more "indicators" of each of the 
five pattern variables, as described in the first section of 
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Chapter 5, Eb2§~_1~ __ Q~~~lQQm~n~_Qf_ensl~ii~sl_MQg~1. As 
noted earlier, these indicators were developed through a 
review of the literature describing the medical and the 
hospice models of care. Parsons' (1951) application of the 
pattern variables to the role of the physician, as an 
example of the general class of professionals, which is a 
sub-class of the larger groups of occupational roles, 
resulted in the characterization of the role of the 
physician as affectively neutral, specific, universalistic, 
achievement-oriented, and collectivity oriented. It is this 
last quality that, Parsons (1951) asserts, differentiates 
the professional from other occupational roles. 
Descriptions of the role prescriptions and 
expectations for the professional within the medical model 
parallel Parsons' characterization of the medical 
practitioner (or, in general, the professional) role; that 
is, the role of the professional in the medical model is 
affectively neutral, specific, universalistic, achievement 
oriented, and collectivity oriented. 
The professional role within the hospice model of care 
can be seen to differ dramatically in pattern variable terms 
from that within the medical model. Based on the principles 
of hospice care as described in Chapter 2, the hospice 
professional role would have tendencies toward the following 
characteristics in pattern variable terminology: 
affectivity, diffuseness, particularism, ascription 
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orientation, and collective orientation. In other words, 
the professionals within the two models appear to differ in 
all aspects of their roles except in their collective 
orientation, which is the one characteristic that Parsons 
argued differentiated professionals from other occupational 
roles. 
Table III depicts the role dimensions, or the poles of 
each pattern variable, as prescribed by (1) the medical 
model, and (2) the hospice model. Again, it should be 
remembered that Parsons sees the pattern variable alterna-
tives as polar concepts denoting extreme points of variation 
along a continuum. It is appropriate, therefore, to speak 
of a role with expectations having ~~ng~n£i~§ toward 
affective neutrality, universalism, specificity, achieve-
ment, or collective orientation, for example. As explained 
by Parks (1967), the role expectations prescribe the norms 
of choOSing certain pattern variable alternatives, that is, 
of choosing these alternatives in a significant proportion 
of the situations encountered in that role. This 
characterization of the role of the hospice professional, 
especially, however, may be too simple. A more accurate 
description requires elaboration and modi-fication of 
Parsons' pattern variable framework. Specifically, 
"indicators" in which the pattern variables are 
operationalized to have particular meaning in this research 
problem are required. 
TABLE III 
THE MEDICAL MODEL VERSUS THE HOSPICE MODEL: 
CATEGORIZATION BY PARSONS' 
PATTERN VARIABLES 
Affective Neutrality Affectivity 
Uri i versa Ii sm Particularism 
Specificity Diffuseness 
Ach i evernerlt Ascription 
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Collective Orientation Collective Orientation 
In addition, within this elaborated framework, ~Qlh 
polar extremes of one of the pattern variables may be viewed 
as descriptive of the role expectations of the hospice pro-
fessional. This variable is achievement-ascription. In 
hospice care, there is a clear role for lay people, includ-
ing the patient and the family, who participate by virtue of 
their ~§£~i~~~ role or status, and volunteers, who mayor 
may not have extensive professional training. At the same 
time, the hospice physician or nurse is credentialed and has 
~£bi~~~~ his or her role through specialized education and 
training. Furthermore, this professional is expected to 
achieve a goal: comfort and enhanced quality of life for 
the patient. This goal, while different frorn the goal of 
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the professional providing care within the medical model 
(life prolongation), is, nonetheless, a goal requiring 
sophisticated technical skill; as such, it may be viewed as 
representing an achievement orientation. 
On the next several pages, the analytical model which 
was developed as part of this research is presented. The 
model is presented first in tabular form in Table IV. Table 
IV depicts: (1) each of Parsons' pattern variables (num-
bered and in capital letters); (2) the simplified name used 
to refer to this pattern variable (in parentheses); (3) the 
name of the indicator developed (numbered and lettered); and 
(4) the two opposite poles of the indicator (left=l, right= 
2). Generally, for both the pattern variable alternatives 
and their indicators, pole 1 represents the role prescrip-
tion for the doctor or nurse under the medical model (and 
also those alternatives stipulated by Parsons as those 
indicating the role expectations for the "professional" 
role) • Pole 2 represents the role prescription under the 
hospice model. Exceptions to this are noted by an asterisk 
and are explained in detail in the following narrative 
description of each indicator, which follows Table IV. Irl 
this description, each of Parsons' (1951) pattern variables 
is listed, followed by a description of the operational 
indicators, or variables, developed as a part of the present 
study specifically for definition of the role of the health 
professional in the provision of terminal care. 
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TABLE IV 
ANALYTICAL MODEL: INDICATORS OF PARSONS' PATTERN VARIABLES 
AS THEY PERTAIN TO ROLE EXPECTATIONS FOR THE 
PROFESSIONAL PROVIDER OF TERMINAL CARE 
1. AFFECTIVE NEUTRALITY---AFFECTIVITY 
(Referred To As Affectivity Variable) 
1A: Affective Involvement: 
1. Neutral Affect/No Emotional Involvement 
2. Positive Affect/Moderate Emotional 
Involvement. 
2. SPECIFICITY--DIFFUSENESS 
<Referred To As Diffuseness Variable) 
2A: Scope Of Care 
1. Provision Of Physical Care 
2. Provision Of Holistic Care 
2B: Unit Of Care 
1. Patient Is Unit Of Care 
2. Patient And Family Are Unit Of Care 
2C: Availability Of Care 
1. Limited Availability 
2. Unlimited Availability 
3. UNIVERSALISM--PARTICULARISM 
<Referred To As Particularism Variable) 
3A: Care Approach 
1. Generalized Care 
2. Individualized Care 
4. ACHIEVEMENT-ORIENTATION--ASCRIPTION ORIENTATION 
<Referred To As Ascription Variable) 
4A: Goal Of Care 
1. Goal Is Life Prolongation 
2. Goal Is Comfort, Quality Of Life* 
(Continued) 
TABLE IV, Continued 
4B: Pain Control Practices 
1. Drugs Given As Needed (Intermittently) 
2. Drugs Given At Regular Intervals 
4C: Patient Involvement 
1. Patient Not Involved 
2 Patient Is Involved 
4D: Family Involvement 
1. Family Not Involved 
2. Family Is involved 
4E: Volunteer Involvement 
1. Volunteers Not Involved 
2. Volunteers Involved 
4F: Criteria For Evaluating Health Professional* 
1. Performance Criteria Used 
2. Ascribed Characteristics Used 
5. SELF-ORIENTATION--COLLECTIVITY ORIENTATION** 
(Referred To As Collectivity Variable) 
5A: Motivation Of Health Professional 
1. Professional's Welfare First 
2. Patient's Welfare First 
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5B: Interprofessional Communication, Collaboration 
1. Separate Professionals, Minimal Communication 
2. Professionals Communicate, Collaborate As 
Team 
5C: Interprofessional Decision-Making 
1. Hierarchical Decision-Making And 
Relationships 
2. Egalitarian Decision-Making And Relationships 
* Indicates left-hand pole (pole 1) may represent the role 
of the health professional under the hospice model, instead 
of the medical model 
** Indicates both models' role prescriptions may be right-
hand pole (pole 2). 
Q§§£~iQtiQn_Qf_Ib§_8n2!~ti£2!_~QQ§!_8nQ_!i§_!nQi£2iQ~§ 
Ib§_8ff§£ii~ii~_~2~i2Ql§. 
18~ __ 8ff§£ii~§_!nYQ!~§m§nil __ l11_~Qi_8ff§£ti~§~ 
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This indicator cOMbines 
Parsons' (1951> Affectivity pattern variable and Williams' 
(1959) notion of §mQiiQn2! £Qmmiim§ni. The affectivity 
pattern variable concerns the extent to which it is 
appropriate for the physician or nurse to express eMotion or 
affect in his or her role, such as in interaction with the 
patient or family (Turner, 1974). AY'lother way of 
conceptualizing this is offered by Olsen (1978), who states 
that actors who are affective attend to their own and to 
others' feelings, and the interaction is on a personal 
basis. The interaction between actors who are affectively 
neutral is on an iMpersonal basis. 
Williams (1959) states that the affectivity pattern 
variable represents a role expectation as to the §~Q~§§§iQn 
of affect. He argues that neither this pattern variable nor 
any of the other four covers the aspect of 2ff§£ii~§ 
in~Ql~§m§ni, marked by stroY'lg emot ional commitment. 
It should be noted that Parsons hiMself later added an 
additional pattern variable to his original scheme: 
instrumental-expressive (Parsons, 1953, "SoMe Comments OY'I 
the State of the General Theory of Act iOY'I," 8m§~i£2n 
§Q£iQIQgi£2!_Bg~ig~, 18 (December 1953): 618-631). As 
Olsen (1978:83) writes, this pattern variable describes: 
the nature of the goal they (actors) are seeking 
through interaction. Instrumental interactions are 
means to the attainment of some other end, as when a 
store clerk sells merchandise to a customer or 
several community agencies Join forces in a fund-
raising drive. Expressive interactions, in 
contrast, are valued for their own sake regardless 
of the outcome, as in a casual chat between friends 
or a religious ceremony. 
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Williams' (1959) notion of emotiorlal commitment could 
conceivably be considered within this instrumental-
expressive variable, but Parsons himself, in his later 
writings, seems to have abandoned the concept as 
constituting a pattern variable. Instead, he employed it in 
his broader "theory of action" framework (see, for example, 
Parsons, 1960, "Pattern Variables Revisited: A RespoYlse to 
25,4, 467-483). Furthermore, no empirical applications of 
the pattern variable framework which used this sixth 
variable could be found. 
In the opinion of this author, the concepts 
"expression of affect" and "emot iorlal involvement II do not 
represent separate dimensions of role expectations, 
requiring, in essence, a sixth pattern variable. Rather, 
they represent a continuum of affect. For the purposes of 
the present research, therefore, the two concepts of 
affectivity and emotional involvement were combined. 
Also important to note is the fact that while Parsons' 
pattern variable framework generally consists of a left and 
a right pole which are diametrically opposed to one another, 
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this particular indicator, even as conceived by Parsons, 
differs from that model. The affectivity pattern variable 
has as its left pole (pole 1) nQt negative affect but 
neutrality. This deviation is easily understood both in 
this context of expectations for the health professional 
role as well as expectations for Qth§~ roles. Logically, 
negative affect probably would be undesirable on the part of 
a professional Qr nonprofessional. 
Ih§_QiffY§§n§§§_~~ri~~!§. As Turner (1974) describes 
it, the specificity-diffuseness pattern variable concerns 
the issue of whether obligations in the interaction 
situation should be narrow and specific or extensive and 
diffuse. Three indicators of specificity-diffuseness were 
identified as relevant expectations associated with the role 
of the professional provider of terminal care. 
JE1_ErQYi§iQn_Qf_~Q!i§ti~_~~~§. This indicator expresses 
whether the provider attends only to the patient's physical 
care needs or whether he/she attends to the broader 
emotional, psychosocial, and spiritual needs of the patient 
as well as the physical needs. 
28: Ynit_Qf_~Er§~ __ Jl1_E~ti§nt_!§_Ynit_Qf_~~r§_iEl 
E~ti§ntLE~mi!~_l§_Ynit_Qf_~~~§. Determined here is whether 
the provider gives care Just to the patient or whether the 
needs of the patient's familY also are addressed. 
186 
This indicator identifies the 
extent to which the provider is available and accessible to 
the patient. While most physicians can be reached by 
telephone, the degree of difficulty and the rapidity with 
which this is accomplished can vary considerably and 
contribute to a perception either of accessibility or 
inaccessibility. Included in this category is the 
expectation concerning how much checking on or visiting of 
the patient is done (whether the patient is in an 
institutional setting such as a hospital, nursing home, or 
inpatient hospice, or at home with the aid of a home health 
program) and how often the patient is seen by the primary 
provider (usually the physician). 
The role expectation 
which is "universal" is generalized, where ego (the actor) 
has no particular relationship with alter (the object) 
(Parsons, 1951). Olsen (1978) differentiates the poles of 
this pattern variable in terms of whether the interaction 
follows a standard pattern (universal orientation) or is 
unique to that specific situation <particular orientation). 
In other words, this pattern variable examines the degree of 
reflection of existing norms and practices; if standard 
norms and practices exist and are followed, regardlesss of 
the object's specific situation (needs, individuality) this 
is a universalistic orientation. Generalized, or standard, 
care (universalistic orientation) is the norm for 
professional behavior (Parsons, 1951). 
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This indicator examines the role 
expectation with respect to whether the treatment given to 
one patient is expected to be essentially the same as that 
given to all patients (generalized care) or whether the 
expectation is that the care be tailored to meet the various 
particular needs of each patient (individualized care). 
three of the pattern variables (affective neutrality-
affectivity, self- collectivity oriented, and 
riot es, 
universalistic-particularistic) refer "to ego as actol'~, II in 
this case, the physician or nurse provider of terminal care. 
One (specificity- diffuseness) specifies the "scope of ege's 
I interest I in the obJect," arid the fifth (achievernent-
ascription orientation) describes the "characteristics of 
social objects themselves, that is, from ego's point of view 
of the alter in the complementary role-orientation structure 
or to ego himself as an object" (Parsons, 1951:65 and 63). 
In other words, this pattern variable concerns not only the 
physician's or nurse's view of the patient, but also the 
patient's view of the physician or nurse. 
Turner (1974:36) points out that the achievement-
ascription pattern variable deals with the issue of how arl 
object (the health professional, here) i§_~Q_Q§_e§§§§§§g, 
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that is, in terms of (1) his or her performance or (2) on 
the basis of inborn qualities. Mayhew (1968) and Parsons 
himself (1951) would probably take exception to the 
adjective "il"lborn." Parsons defil"les ascriptiol"l il"l terms of 
what the object i§, il"lcludil"lg Q~ing "a physician" (ParSOYIS,; 
1951: 64) • They argue that this pattern variable refers tCI 
classification of the treatment of other actors (like 
universalism-particularism): when the other is treated 
entirely with reference to his or her fixed position in an 
established social structure, (i.e., being a doctot~ clr a 
nurse) or when he or she is categorized in terms of his or 
her qualities, this is an ascription orientation. As 
Parsons (1951:64) puts it: 
The major focus of a particular role-expectation ••• 
may be what the object i§ in this sense, e.g., that 
he is ego's father, that he is a physician, or that 
he is over six feet tall ••• This (quality) may be the 
criterion for differentiation of treatment and of 
expectations of his behavior. 
Alternatively, an orientation that focuses on the 
actor's performance (past, present, or future), that is, 
what the actor ~i~, ~Q§§, or ~ill ~Q, is an achievement 
orientation (Mayhew, 1968). Expectations are oriented to 
the actor's effectiveness or success in achievil"lg particular 
goals or performances (Parsons, 1951). 
In sum, the "actor" or "object" in this situation may 
be ~i~b~~ ego (physician, nurse) Q~ alter (patient) 
(Parsons, 1951:64). An achievement (or performance) 
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orientation can refer to the performance either of the 
physician or the nurse, or of the patient or the patient and 
the family. Similarly, an ascription (or personal qualities 
or characteristics) orientation can refer to the 
characteristics of either ego or alter. 
And herein lies one source of confusion with regard to 
this pattern variable. The role expectation may be examined 
from the perspective of the physician or nurse focusing on 
the patient, or from the perspective of the patient focusing 
on the physician or the nurse. The difference between the 
two perspectives, then, is whether the focus is on alter, 
the other (the patient) and how he or she is to be treated, 
or on ego, the role incumbent, (the physician or nurse) and 
how he or she is evaluated. 
The simplest way to define and operationalize this 
pattern variable, and the most consistent with the focus of 
the other pattern variables, is in terms of how the 
physician or nurse is expected to treat the other actors in 
the interaction (the patient, the family, volunteers). The 
first five indicators of the achievement-ascription pattern 
variable demonstrate this perspective. The sixth and last 
indicator demonstrates the second perspective, how the 
physician or nurse is evaluated by the patient. 
E~Q~iQg~~§_Q~igni2iiQn_iQ~2~Q_i~g2im§ni_Qf_in§ 
g2:ti§1:!~!.. 
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Is the patient to be 
treated with a goal of life prolongation in mind, or with 
the patient's comfort and quality of life in mind? These 
different goals can be looked at as representing the two 
opposite poles of this pattern variable, or simply as 
different aspects or possibilities within one pole. An 
argument is made here for viewing them as two opposite 
pc,les. 
Treatment of a patient as though it is possible that 
he or she could or should, with proper treatment, live 
thrc1ugh the illness irnpl ies ar. 2£bi§~§m§ni_Q~i§ni2:!;'iQ!:! 
toward the patient on the part of the provider. The 
expectation is that the patient will perform, will respond 
to treatment, and at least maintain the current level of 
health, if not get better. The treatment is aggressive and 
cure-oriented, and the goal is life prolongation. 
Treatment of a patient with an eye toward life 
qual i ty '\'~ather tha ..... life prolorlgat ion impl ies an acceptarlce 
of the disease as a terminal one, and as a quality, or 
attribute, of the patient. The patient who is terminally 
ill will not, by definition, regain his or her health. 
Rather than expecting the patient to do so (achievement 
orientation), the terminal illness comes to be seen as an 
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attribute of that patient, and the provider is expected to 
treat the patient on this basis. This implies an ascribed 
orierltat iorl. At the same time, this terminal status is not 
viewed with an attitude of there being "rlothirlg more to do." 
What is to be done, the treatment goal, simply is different: 
comfort and quality of life. 
It could be argued, then, that in ~Qlb the hospice and 
the medical model, the professional role is achievement-
oriented, that one difference between the expectations for 
this role in the two models is simply the existence of 
diffet'eYlt goals. However, because the ~saia for this 
difference in treatment goals is the patient's quality, or 
ascribed status, of being terminally ill, depiction of the 
hospice model's prescription for the role of the provider of 
terminal care as having a tendency toward sa£~iQliQn, at 
least in this indicator, seems most accurate. 
4B: E2in_~Qnl~Q!_Er2~li£~§~ __ 111_Q~~g§_§!Y~n_8~ 
~~§Q§Q~_!nl~~miii§ni!~_~QQn_B§g~~ai_iEl_Q~~ga_§!Y§n 
This indicator represents one way in 
which the provider's treatment orientation (life 
prolongation versus quality of life) is manifest. 
of the number of references to pain medication practices, 
both in the literature on care of the dying and in the 
interviews with patients, families, and providers, this was 
included as a separate indicator. 
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Pain medication may be given on an as needed basis, 
that is, as is felt necessary by the nurse or as requested 
by the patient (pole 1, medical model). Alternatively, it 
may be given regularly, such as every four hours (pole 2, 
hc.spice mc.del). Providers subscribing to the medical model 
for care often feel the latter practice leads to narcotic 
addiction and are reluctant to give pain medication on this 
basis. These providers generally are concerned with 
prolonging their patient's life (Indicator 4A: Treatment 
Gc.al) • Other providers (i.e., hospice professionals), 
guided by their treatment of the patient's terminal illness 
as an ascribed quality and their concern for the patient's 
comfort and quality of life, administer pain medication 
regularly so as to control the patient's pain adequately, 
enabling him or her to function as normally as possible and 
enhancing the patient's quality of life. 
4C: E2~i€n~_lnYQ!Y€m§n~~ __ i!1_Es~i§n~_~Q~_lnYQ1~gg 
Involvement of the patient in 
care-related decisions implies treatment of the patient from 
an ascribed orientation, as the patient is involved not as a 
resu 1 t of his c.r her corn pet erlce or perforrnaYlce as a prc.v i der 
of health care but instead, because of his or her ascribed 
status as a patient, and as one directly affected by this 
care. 
The opposite pole, no involvement of the patient in 
care-related decisions, implies an achievement orientation. 
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The professiorlal provider "kY'IOWS best, II and it is in the 
patient's best interest to let that provider administer all 
treatments he or she believes to be effective and to make 
all care-related decisions. 
An important factor enabling and indicating patient 
participation or nonparticipation in the care is 
CCtrnroun i cat i orl. Is the patient informed, for example, of his 
or her prognosis and of the provider's treatment plans? 
4D: EEm11~_ln~Ql~§m§n~~ __ Jl1_EEffi11~_~Qi_ln~Ql~§Q_lgl 
The explanation of this indicator is 
the same as that for the above indicator of patient 
participation or non-participation in the care. 
4E: ~Q!~ni§§r_ln~Q!~§m§ni~ __ 111_~Q!~ni§§r§_~Qi 
Acceptance of volunteer 
involvement in the care implies an ascription-oriented role 
expectat ion. Volunteers mayor may not have professional 
training, but are involved because of some personal 
attribute such as desire to help. Nonaccept ance Ot~ 
nonutilization of volunteers in the care implies an 
achievement orientation: no one but the health professional 
is seen as capable or qualified to provide this care. 
e2ti§nt~§_s~21g2tiQn_Qf_e~QYig§~~ 
As detailed earlier in this subsection describing the 
indicators of this pattern variable, achievement-ascription, 
the second perspective within this pattern variable is that 
of the patient and how he or she evaluates the provider. 
4E: g~i~~~i2_EQ~_~Y21Y2~iQn_Qf_IQ~_~§21~Q 
e~Qf§§§iQn21~ __ ill_E§~fQ~m2n£~_g~i~~~i2_~§§g_igl_8§£~ig~g 
Does the patient evaluate the 
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provider in terms of the provider's performance (achievement 
orientation) or in terms of his characteristics or qualities 
(ascribed orientation)? That is, are the providers 
evaluated as "cornpetent," "good," or "knowing what they're 
doing," (achievement orientation) or are they evaluated on 
the basis of personal characteristics or status, such as 
beirlg the doctc.r ("he's the doctc.r"), beirlg "male," 
"female," or "physically strong" (ascription orientation)? 
As discussed earlier, the sick role, in which the 
patient is expected to accept and comply without question to 
the health professional's orders and decisions, is the 
corollary of the professional role in the medical model. 
It would seem that, as a result of this unquestioned 
compliance, evaluation by the patient of the professional in 
the medical model would be ascribed, based on who the health 
professional is, the characteristics of the health 
professiorlal. Alternatively, the hospice model would appear 
to prescribe an achievement orientation: the health 
professional being evaluated by the patient in terms of the 
professional's performance, not simply his or her position 
as a doctor or nurse. In sum, the poles on this indicator 
seem to be reversed for the medical and the hospice models 
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with regard to the role expectations prescribed for the 
health professional. 
The fifth and last pattern 
variable concerns the permissibility of the actor's: 
pursuing any interests "private" to himself as 
distinguished from those shared with the other 
members of the collectivity in which he plays a 
role ••• R role, then, may define certain areas of 
pursuit of private interests as legitimate, and in 
other areas obligate the actor to pursuit of the 
common interests of the collectivity. The primacy 
clf the former alterYlative may be called "self-
orieYltation," that of the latter, "collectivity-
orieYltatioYI" (ParSOYIS, 1'351 :60). 
With regard to the problem of role expectations for 
the provider of quality terminal care, there are two aspects 
of this pattern variable. The first concerns the provider's 
relationship with the patient. The second relates to the 
relationship of the provider with other providers. 
This pattern variable represents a somewhat different 
level of analysis, and it has frequently been dropped in 
empirical research concerning the pattern variables (e.g., 
Williams, 1'360). It is useful here, though, as the 
distinction seems possible, even though both models are 
sometimes on the same pole. 
This is the indicator in which the norms of ~Qlh the medical 
model and the hospice model appear to prescribe that 
professionals have a collective orientation. 
models fallon the collective-oriented pole. 
Thus, both 
It may be, 
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however, that the medical model is less collective- oriented 
than the hospice model. 
Providers who are concerned primarily with their 
patients' welfare, who are dedicated to serving their 
patients, have a collectivity, or service, orientation. 
Those who consider their own self interests before those of 
their patients have a self orientation (e.g., those who are 
members of the profession for profit Motives, or simply 
because "it is a Job"). 
B§12iiQn§niQ§_Hiin_Qtn§~_E~Q~igg~a. 
Providers who consider 
themselves as part of a team and who communicate with other 
providers involved in their patient's care are collectivity-
oriented. Providers who are separate, individual 
practitioners who do not consider themselves as part of a 
care-giving team and who do not communicate with other 
providers who may be involved in the patient's care May be 
considered to be self-oriented. 
Providers who consider the 
input of all team members equally demonstrate a collectivity 
orientation. Those who observe a hierarchical chain of 
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cOMmand and communication aMong providers may be said to be 
self-oriented. 
~~mm~~~ 
This chapter has described the analytical model that 
was developed for use in this research. This model, an 
elaboration or operationalization of Parsons' (1951) pattern 
variables of role definition, was created for two purposes. 
First, it was to be used in classifying the role 
expectations to which physicians and nurses, specifically, 
are socialized, as these are described in the literature. 
Second, it was to be employed as the scheme for categorizing 
the role expectations held by a sample of terminally ill 
patients, family members, and professional providers of 
terminal care who were interviewed in an earlier exploratory 
study of the definition of quality terminal care. 
following chapter, the findings of the research are 
presented using this analytical model. 
In the 
CHAPTER VII 
RESULTS 
In this chapter are presented the findings of the 
study. The three research questions are addressed 
separately and in sequence in three maJor sections. 
Providing the structure for the analysis are the indicators 
developed for the purposes of this research. As detailed in 
Chapter VI, Analytical Model, these indicators were derived 
from and elaborate on Parsons' (1951) pattern variable 
framework for the analysis of role expectations. 
RESEARCH QUESTION 1: WHAT ROLE EXPECTATIONS ARE LEARNED BY 
PHYSICIANS AND NURSES THROUGH PROFESSIONAL AND WORKPLACE 
SOCIALIZATION, AND WITH WHICH MODEL FOR THE PROVISION OF 
HEALTH CARE, MEDICAL OR HOLISTIC, 
ARE THEY MOST CONGRUENT? 
This question was addressed through a thematic content 
analysis of literature in the area of socialization for the 
role of physician or nurse. The specific methods used for 
identifying the literature are detailed in Chapter V, 
Research Design and Methods. Particular attention was paid 
to literature focusing on the role expectations to which 
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physicians and nurses are socialized with respect to care of 
the dying. 
As described above, providing the structure for this 
thematic content analysis of the literature are the 
indicators of role expectations that were developed as part 
of this study. The role expectations which are learned and 
held, first by physicians, then by nurses, as these are 
reported in the literature, are presented with respect to 
each indicator. 
To aid in the summarizing of the role expectations 
noted by the various sources reviewed, two tables, one 
describing the role expectations reported to be learned 
and/or held by physicians, and one describing the role 
expectations reported to be learned and/or held by nurses, 
have been prepared for each indicator. Included on each 
table are four columns: Ca) the author(s) and the date of 
the publication; and descriptions of (b) any normative role 
expectations reported to be learned through professional 
socialization; (c) any role expectations said to be learned 
and/or held by the physician or nurse in the workplace; and 
Cd) the ideal role expectations in this domain from the 
perspective of the author(s). 
One additional piece of information is included in 
each of the last three columns. As explained in earlier 
chapters describing Parsons' pattern variables and the 
analytical model developed for this study, each indicator is 
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comprised of two poles. One pole, generally the left pole 
(or the "1" in this case), represents the \"Iormative 
expectation consistent with the medical model of care. The 
other pole, generally the ri ght po Ie (or the "2"), 
represents the role expectation consistent with the holistic 
model of care. In each of the last three columns (b, c, and 
d), then, a number representing the pole of the expectation 
described by each particular source is included. A key to 
the meaning of each number ("l" or "2") is at the head of 
each table. The presence of both numbers ("1-2") i\"1 a 
column means the source indicated a conflict in this role 
expectat iOY'I. The absence of an entry in a column means the 
source did not directly address that topic. Expl aY'latory 
notes under the numbers are included where sources made 
particularly interesting points. 
Finally, two master tables, one relevant to 
socialization for the physician role <Table XXXI), the other 
to socialization for the nurse role (Table XXXII), were 
prepared. These tables list all of the sources reviewed 
down the left side of the page and each of the indicators 
across the top of the page. 
addressed which indicators. 
"X's" indicate which sources 
These tables are useful as 
overviews and are discussed in the summary of this section. 
eff~~1iYi1~_~~~i~al§L_!nQi£9~Q~_18~_8ff§£~iY§_!n~Ql~§m§n1 
This indicator combines Parsons' (1951) sff§£~iY§ 
n§Yl~~lil~==~ff§£liYi~~ pattern variable, and Williams' 
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in Chapter VI, Analytical Model. Upon examination both o~ 
the literature reviewed and of the responses of the 
patients, family members, and health professionals 
interviewed <Research Question 2), it became clear that 
these two concepts are closely intertwined empirically. It 
seems that affect as it is expressed often conveys the 
degree to which the health professional is emotionally or 
personally involved with the patient or the patient and the 
fam;' ly. 
This indicator, then, examines the literature with 
respect to the role expectations for the degree of 
affective, or personal, involvernent on the part of the 
health professional toward the patient or the patient and 
the family. Neutral affect and no personal involvement 
exemplify the medical model position (pole 1) on this 
indicator. The right pole (pole 2) is positive attention to 
the interpersonal relationship with the patient and at least 
some persoY'lal involvement and represents the hell ist ic 
approach. 
As showY, 01", 
Table V, the sources reviewed consistently pointed out that 
physicians in their professional socialization receive 
little instruction in interpersonal relations with patients 
and in fact learn to be emotionally detached (pole 1). 
Workplace ("act ual pract ice") social izat ion is simi lar. 
Author (s), Date 
Becker et al. 
(1961) 
BlOOll (1979) 
COOIIbs (1978) 
CoOIIbs & PetErs 
(1975) 
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TABLE V 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROfESSrO~L 
SOCIALIZATION FOR THE ROLE OF PHYSICIAN 
AFFECTIVITY VARIABLE, INDICATOR lA: 
AFFECTIVE INVOlVEMENT 
1 = Neutral Affectl 
No Personal Involvement 
Professional 
Socialization Process 
Taught value of impersonal 
way of viewing events. 
1 
2 = Positive Affect/ 
Personal Involvement 
Actual 
Practice 
ElIphasis is placed on 
cognitive aspects of 
performance. 
Relatively small aaount 
of formal instruction is 
devoted to interpersonal 
aspects of patient welfare; 
students are !ROved froll 
initial idealiSM to detached 
concern; develop protective 
shield, suppression. 
Medical teaching lOdel 
glorifies science of medi-
cine at expense of art of 
medicine; not taught to 
relate warily, meaningfully. 
Students start with layman's 
attitude (2), evolve to (1): 
·calm, obJective rationality 
and full control of elation.' 
Taught to be analytical, 
non-emotional. "The educa-
tional processes wilich 
foster eapathy & compassion 
are not clearly visible." 
1-2 
Physicians are at 
different developmen-
tal stages. 
Ideal 
Practice 
Spares the professional 
the anxiety, discomfort 
the lay perspective 
suggests, esp. in death. 
2 
Physician needs inter-
personal skills, esp. the 
ability to communicate 
(cites research). 
2 
Fully rounded physician 
is sorely needed BUT 
emotional detachillent is 
necessary, no latter h~ 
sympathetic clinician 
may be. At the same tiE, 
long range suppression is 
not always healthy. 
2 
Kust treat patient and 
family with 'gentleness 
and sympathy;' patients 
need 'wartl sensitivity and 
understanding concern". 
BUT, cannot take personally; 
must retain CO!IIposure, not 
sob over favorite patient; 
not a doctor, then. 
(Continued) 
TABLE V, Continued 
Lasagna (1968) 
Levi nson (l '3Gi) 
Lief & Fo~ (1963) 
Mullaly & Osmond 
USiS) 
Rosenberg (1979) 
Once in Medical school, 
students become increasingly 
emotionally detached. 
Citing others, argues 
students become emotionally 
detached. 
1-2 
Students in medical school 
are trying to find a balance 
of detachment and concern. 
SeVEral theories for this 
presented; argues for 
theory of conflicting 
demands placed on students. 
Asserts growth in cyTIicism 
and apathy results. 
Schulz & Aderman (1976) 
Scurry et al. 
<197S) 
Searle 119811 
As nedical skills improve, 
social skills often atrophy 
due to total immersion in 
medicine. 
Apparently alienated, 
cold, & self-serving 
professional. 
Doctors resort to styles 
of interaction character-
ized by detached concern. 
1-2 
Their research indicates 
n~n physicians may 
form better relationships 
with dying patients· 
1 
2()3 
2 
Decrease in emotionality 
is disturbing. 
To become emotionally 
invoived could be 
harmful. 
2 
1-2 
This might have "implica-
tior,s for the vulnera-
bility of the female 
house officer to feelings 
of sadness & other emotions 
when the patient dies.' 
2 
Patients want doctors who 
talk to them. 
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Sources were less clearly in agreement in terms of their 
ideals. Some were disturbed by the lack of emotionality on 
the part of physicians, while others advocated this due to 
the "harmful effects" such emot ional i ty carl have. Many 
strongly advocated increased positive attention to the 
interpersonal aspects of care, arguing that it is essential 
that physicians be "well-rounded" and relate warmly and 
humanly with their patients. They cautioned, nonetheless, 
that physicians should ngt become emotionally involved. 
A review of Table 
VI reveals a great deal of ambiguity in the role 
expectations to which nurses are socialized with respect tel 
their interpersonal relationship with patients. In general, 
according to these sources, nurses appear to learn some 
basic communication skills, but also to develop professional 
distance (poles 1-2). Some disengage from dying patients 
due to a fear of overinvolvement (pole 1>; others do riot bl..,t 
later suffer stress (pole 2). The general consensus was 
that nurses should possess good interpersonal skills and 
should be "authentic interpersonally," but they should not 
become "overinvolved." 
Author (s), Date 
Gel"!lain (1980) 
/'Iyers (1982) 
guint <19(7) 
iABLE VI 
RESli.TS OF REVIEW OF LIiERATURE CONCERNIt;G PROFESSIONAL 
SOCIAL!ZAT!ON ~OR THE ROLE OF NURSE 
AFFECTIVITY VARIABlE, INDICATOR lA: 
AFFECTIVE INVOlVE.'IIENT 
1 = Neutral Affect/ 
No Personal Involvement 
Professlonal 
Socialization Process 
Little attention is given 
to interactional problems 
associated with dying, or 
2 = ~ositive Affect 
Personal Involvement 
Actual 
Practice 
1-2 
The death of a patient is 
one of the lOst emotion-
aily devasting problems 
faced by nurses, even when 
the "appropriate level of 
professional distance for 
sound clinical Judgment 
has been aaintalned." 
1-2 
Found in her case study 
that some nurses initiated 
cordolences uoon the 
death of a patient; others 
did notj SOle avoid, 
use euphemi 5115. 
2 
Assignllent to a dying 
pat ient has tremendous 
emotional iMpact. 
to COIIUnication skills. 
Trainees learn to linimize 
tile spent with dying 
patients, to change the 
subJect, to aake nonspecific 
comIents, to refer questions 
to an authority. The 
conversational aspects of 
nursing are presented in 
general rather than 
speci fic terms. 
Trainees learn composure & 
self control are highly 
valued & learn to talk to 
patients in ·professional 
Manner. • 
Ideal 
Practice 
1-2 
2~)5 
Give of themselves, 
share, listen, receive, 
respond wi th hUllan 
authenticity; BUT still 
acknoMledge the defenses 
of professional care-
givers. 
1-2 
A broader base in behav-
ioral science content is 
needed. Interaction with 
dying patients is critical, 
BUT becoIIing personally 
involved with the dying 
patient is not good. 
(Continued) 
TABlE VI, Continued 
Rosenthal et al. 
(1980) 
Ross (1978) 
Thrush et al. 
(1979) 
Vachon (1978) 
Wi 11 iams U9B2) 
1-2 
Ambiguity found in nursing 
school: nurses are taught 
to be cheerful, reassuring, 
but at the same time, they 
develop a definition of 
profesSional behavior whIch 
includes dignity, distance. 
1-2 
The appropriate extent 
of emotIonal involve-
Ment is ambi3uouS in 
school & on the job. 
Because of a fear of 
overinvolvement, nurses 
may disengage, withdraw 
frOll pat i ent. 
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1-2 
Competence in inter-
personal skills is 
essential for achieving 
an understanding of the 
patient. BUT nurses 
should not become over-
involved. 
2 
There is direct avoidance The ideal is the nurse 
& ~inimizing of inter-
personal contacts with 
the terminally ill. 
2 
who "dares to care." 
1-2 
Because of various DO- Notes stress of over-
tivations for working with involvement. 
the dying, notes that 
some staff become over-
involved, overidentify 
IIi th pat ients. 
The death of a patient 
arouses psychological 
trauma; often the 
response is isolation, 
neglect of dying patients. 
2 
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This indicator examines sources' assessment of the 
role expectations to which health professionals are 
socialized with respect to the scope of care to be given. 
"Scope of care" refers to whether only the physical care 
needs of patients (pole 1) or patients' psychosocial needs 
as well as their physical needs (pole 2) are addressed. 
This latter option is termed "holistic care," and is 
consistent with the hospice Model of terminal care. The 
former, "physical care," represents the medical model 
approach to health care. 
Table VII 
summarizes the findings of the analysis of the literature on 
this issue. With the exception of two sources from the 
late 1950's (who note that physicians are, or were then, 
being socialized to provide comprehensive, or holistic, 
care) and one current source who asserts students are 
exposed to both approaches, all others state that there is 
nearly exclusive attention to the physical aspects of care, 
both in their professional socialization and in actual 
practice (pole 1). Even one of those two sources (Fox, 
1957) noted that while comprehensive care was bei~g taught, 
many students felt "social problems" were beyond the scope 
of the doctor's work. 
There was similar consensus, with o~e exception, that 
physicians should, ideally, attend to patients' psychosocial 
Author (s), Date 
Becker et ale 
11961> 
8100II (1979) 
Coombs (1978) 
CooIbs & Potters 
(1975) 
Field (1953) 
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TABlE VIr 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROFESSIO~ 
SOCIALIZATION FOR THE ROlE Of PHYSICIAN 
OIFFUSENESS VARIABlE, INDICATOR 2A: 
SCOPE OF CARE 
1 = Physical Care Only 2 = Psychosocial Care Also 
Professional 
Socialization Process 
Patients should be "really· 
sick, not psychosomatically. 
Training is disease-
centered. 
"The clinician learns to 
view dying patients not as 
people with feelings, but 
as medical entities, speci-
mens, or objects of 
scientific interest ••• the 
old scientific fragmental i-
zation IlE!thod.· 
Actual 
Practice 
1-2 
Discusses the nnew 
humanism of medical 
ethics. At the same time, 
notes that the bulk 
of the physician perfor-
mance literature focuses 
on technical, not inter-
personal, processes. 
Emotions, feelings of 
patients often over-
looked. 
1-2 
Ideal 
Practice 
2 
Professional socialization 
should include concern 
about emotional, social 
factors in patient's 
illness; should teach 
such skills, knowledge. 
2 
Must deal openly with 
subJective features of 
lllE!dical care: the eliot iOflS, 
feelings of patients, families. 
2 
2 
Concentration is on the E.phasis should be on the 
sick organ. intrinsic worth of the 
patient as a person, not 
Just as a diseasej notes 
this concept is not neMj 
possibly is older than 
ROIIIan Empire. 
(Continued) 
iABlE VII, Continuea 
Fox (1957) 
Harl!an (1971) 
Lasagna (1968) 
Merton (l957b) 
Mullaly & Osmond 
(1979) 
Robinson (1974) 
2 
School teaches comprehensi"{e 
care, out Many stuoents feel 
solution of ·social problems· 
is beyond the scope of the 
doctor's work. 
Fat respondents had any 
education for the social-
psychological care of 
dying patients. 
Orientation in medical 
school is to the medical 
problem, not the patient. 
2 
There is a renewed empha-
sis on the patient as a 
..tIole person. 
This renewed eephasis 
on the patient is "a 
conception IIIOre honored 
in the breach than the 
observance. " 
Some doctors feel 
emotional, psychological, 
social problems are out 
of the sphere of medical 
cOllpetence. 
20'3 
2 
Recommends discussion 
groups re: problems of 
social-psych. care of 
dying patients be held for 
medical students. 
2 
Need new curriculum that 
is patient-oriented from 
the begi nni ng. 
2 
Argues for ·social lIedi-
cine" and cites llany 
physicians who feel 
sirlilarly. 
General medical practice & 
psychotherapy are not 
compatible. Argues against 
courses in death & dying: 
students may not WANi 
knowledge in the psycho-
therapeutic area; there 
may not be enolJ~h time; 
may not be consistent with 
contemp. practice of Medicine. 
(Continued) 
TABLE VII, Contlnued 
Rosenoerg (1979) 
Salber (1975) 
Schulz & Aderman 
(1976) 
Searle (1981) 
Siiiipson (1976) 
1 & 2 
There is conflicting sociali-
zation; there is exposut'e 
to the role of specialist 
AND an orientation to the 
total pat ient. 
Doctors are trained in 
clinical rather than 
social aspects of medicine. 
Doctors are socialized to 
total immersion in medi-
ciT~, medical problems. 
Prevalent lack of concern 
for patients' psychologi-
cal state; there is iso-
lation and abandonment. 
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2 
Need to learn the patient's 
life circumstances in order 
to treat effectively; these 
influence seeking of care, 
presentation of symptoMS, 
acceptance of medical 
assessmer,t & intervention. 
2 
Medical schools need to 
focus on social psychological 
aspects of dying to elimi-
nate avoidance behavior. 
2 
Patients seem to want a 
doctor who has tirae to 
listen to their problems, 
talk to them. 
2 
New philosophy calls for 
awareness of patients' 
psychological needs. 
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needs as well as their physical needs (pole 2). The 
exception, Mullaly & Osmond (1979), argued that such 
attention is not appropriate: that students may not want 
knowledge in the "psychotherapeutic" area, there is likely 
not enough time, and that attention to psychological needs 
may not be consistent with the contemporary practice of 
medicine. 
s~eg£1s1iQn§_EQ~_Ibg_BQ!g_Qf_~y~§g. As seen in Table 
VIII, only one source (Lurie, 1981) argued definitively that 
nurses are socialized to provide psychological support to 
patients (pole 2), while one source asserted they definitely 
are not socialized to address patients' psychological needs 
(pole 1). The remaining several others noted ambiguity and 
conflict in nurses' professional socialization, pointing out 
deficiences in actual training and continued separation, 
rather than integration, of behavioral and biological 
cornponerlts of care. Most agreed that in the work setting, 
provision of physical care supersedes the giving of 
psychosocial care (pole 1). The ideal of all sources was 
inclusion of the psychosocial dimensions of care within the 
realm of nursing care (pole 2). 
Ruthor(s), Date 
TRBLE VIII 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR THE ROlE OF NURSE 
DI~jSENESS VARIABLE, INDICATOR 2A: 
SCOPE OF CARE 
1 = PhysIcal Care Only 2 = Psychosocial Care Also 
Professional 
Socialization Process 
Rctual 
Practice 
Ideal 
Practice 
2:2 
-------------------------------------------------------
Ger1l!ain (1980) 
Krant (1978) 
Lurie (1981) 
JIIyers (1982) 
1-2 
Nurse educators prior to 
1S69 (influence of Kubler-
Ross) attetlpted to expar,d 
the physical focus of care 
of the dying to a more 
holistic patient and 
family focus. While the 
nursing literature is 
reolete with references to 
Kubler-Ross, training is 
inadequate. 
2 
Nurses are socialized to 
give psychological support 
to patients. 
1-2 
Resocialization toward the 
social rather than the 
medical model for nurses 
is being scrutinized. 
What holistic knowledge 
is learned is only 
infrequently translated 
into practice. 
2 
Nurses usually have .are 
skills in relating to the 
physical and often psycho-
logical relief of suffering. 
Citing work of several 
authors, states that 
nurses tend to respond 
to patients' talk of 
dying with avoidance 
behaviors. 
2 
2 
Physical and psycho-
logical factors go hand 
in hand. 
2 
Social as well as medical 
aspects of death and dying 
must be respected. 
(Continued) 
TABLE VIII, Contlnueo 
Quint <1%7) 
Rosenthal et aI. 
(1980) 
Schulz & Aderman 
(1976) 
1-2 
During the 50'5 there was 
grc~ing espnasis on psych-
ologIcal nursing care, but 
a general siler~e about 
dying. ~urses are taught 
to care for patient's body, 
not to interact. Also, not 
all curricula eMphasize 
psychological aspects. 
Tne directive to provide 
psych. care is vague, sub-
Ject to different interpre-
tations and methods of 
illlpletnentatiOTJ. 
1-2 
Giving emotional support 
(talking, listening) is 
given high priority in 
professional trainingj at 
the same time, there is 
continued influence of the 
biomedical model, with its 
~phasis on physiologic 
responses. Most nursing 
textbooks separate bio-
logical & behavioral com-
ponents of carej also, 
behavioral components usu-
ally are associated with 
psychiatric nursing. 
Technical (pnysical) 
activities taKe ?rece-
dente. Social & psych. 
aspects of patient care 
are not explicitly built 
into hospitals' accounta-
bility systel!ls. 
The provision of emo-
tional support is ~iven 
low priority in the Job 
setting. 
1 
2 
Patients need help with 
human proble!!l5. BUT 
communication with dying 
patients can become a new 
kind of ritual. 
2 
The true ideal for the 
patient is provision of 
holistic care, BUT 
the authors caution 
that emphasis on psycho-
social care may provide a 
new avenue for increased 
control over problem 
clientsj this occurred in 
their study. They recos-
mend integration of the 
behavioral & social scien-
ces into the nursing 
curriculUJI. 
2 
Nursing schools need to 
focus on socialpsycho-
logical aspects of dying 
to eliminate avoidance 
behavior. 
(Continued) 
TABLE VIII, Continued 
Simpson (1976) 
Tnrush et al. 
(1979) Nursing education tends 
to support the purely 
"biological-technical 
approach to patient carej 
psychosocial aspects 
of death & dying are 
relatively neglected. 
Little attention is 
given to the patient's 
eootional needs. 
Nurses sometimes resort 
to avoidance behaviors--
this obscures the psycho-
social aspects of care. 
.-, .. /. 
c.J.~ 
2 
Nurses shouid have an 
awareness of psychological 
needs. 
2 
Death & dying have 
psychosocial di~nsions. 
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Examined here are sources' views concerning what unit 
of care--solely the patient (pole 1), or the family as well 
as the patient (pole 2) physicians and nurses are socialized 
to address. Specifically of interest is whether or not any 
mention was made of the expectation that health 
professionals address the needs of the f~mil~ in addition to 
those of the patient. 
As shown in 
Table IX, only five sources addressed this issue, and only 
one source referred to families and their needs in the 
context of physicians' professional socialization. This 
source stated that students are not prepared to meet the 
needs of families. All sources agreed that families' needs 
generally are not addressed by the physiCian (pole 1), but 
that the focus of treatment should, ideally, be the family 
unit (pole 2). 
Table X reveals a 
similar lack of attention to this role expectation for 
nurses by the sources examined. One source stated that the 
patient and the family are the clients (pole 2). Another 
asserted that the needs of families frequently are over-
looked (pole 1). Others noted that the family focus is only 
sometimes apparent (poles 1-2). All implied that such a 
focus ig desirable (pole 2). 
Author(s), Date 
Coombs (1978) 
Coombs & Powers 
(1975) 
Field (1953) 
Krant (1978) 
Rosenberg (1979) 
.-,., ,-
:.:.. - ~'..; 
TABLE IX 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOC!ALIZATION FOR THE ROLE OF PHYSICIAN 
DIFFUSENESS VARIABlE, INDICATOR 2B: 
UNIT OF CARE 
1 = Patient Only 2 = Patient and Fa~ily 
Professional 
Socialization Process 
Actual 
Practice 
Emotions, feelings of 
patients & their 
fa-ilies are often 
overlooked. 
"The developmental person-
ality changes which result 
fra. medical socialization 
... are not conducive to pre-
paring the doctor emotionally 
so that he can Meet the needs 
of dying patients and their 
families in the depersonalized 
hospital setting." 
Ideal 
Practice 
2 
2 
2 
There is a need for focus 
on the family as the unit 
of treat!ileflt j experience 
has demonstrated that 
illness of one member has 
repercussions on entire 
group. 
2 
Citing others, notes There is a need to 
needs of patient's spouse help the family. 
often are not met. 
Medical politics & hos-
tility dOMinate over the 
needs of patients & 
families. 
Author (s), Date 
Germain (1980) 
Krant (1978) 
~ers (1982) 
Rosenthal et al. (1980) 
TABLE X 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR THE ROLE OF NURSE 
DIFFUSENESS VARIABlE, INDICATOR 28: 
UNIT OF CARE 
1 = Patient Only 
Professi onal 
Soclalization Process 
1-2 
Prior to 1969 and the 
influence of Kubler-Ross, 
there was some evidence 
in the literature of a 
patient & family focus. 
Now nursing literature is 
replete with references to 
Kuoler-Ross, but there is 
2 = Patient and Family 
Actual 
Practice 
a lack of adequate training. 
Ideal 
Practice 
2 
Argues that hospital Families should be 
policy may fail to meet assisted, as well as 
the needs of patients' the patients. 
spousesj families' 
needs frequently are 
overlooked. 
1-2 
Found in her case study 
that soae nurses talked 
to the f aIIil Y (bereaved) 
and SOlIe did not. 
2 
Both the patient & the 
family are clients. 
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This indicator identifies sources' perspectives of the 
role expectations concerning the availability and 
accessibility of health professionals to the patient or the 
family, in terms of time and physical presence. 
Table XI 
summarizes the findings of the analysis of the literature. 
Most of the relevant comments made by sources addressed the 
issue of avoidance by physicians of patients who are dying. 
All indicated that either during their professional 
socialization or in the workplace, dying patients frequently 
are avoided (pole 1). One source noted that medical 
students learn about "the preciousness of time" as a result 
of their professional socialization experiences. Two 
sources offered their ideals that dying patients not be 
avoided ~~ole 2). 
seen by the nursing socialization sources as avoiding dying 
-patients, a$ shown on Table XII. One source addressed the 
issue of 24-hour availability, noting that while nurses 
maintain continuous coverage, their schedules are more rigid 
than those of physicians; therefore, they tend to be less 
available. The ideal role expectation was stated overtly by 
only one source; this ideal was for non-avoidance (2). 
Author (s), Date 
Coombs & Powers 
( 1975) 
Harman <1971l 
Rosenberg (1979) 
Schulz & Aderman 
(1976) 
Scurry et al. 
(1979) 
TABLE XI 
P.ESUL T5 OF REVIEW OF LITEilATURE CONCERNING PROFESSIONflL 
SOCIALIZATI[~ FOR THE ROLE OF PHYSICIAN 
DIFFUSENESS VARIABLE, INDICATOR 2C: 
AVAILABILITY Of THE PHYSICIAN 
1 = Limited Availability 2 = Unlimited AvaIlability 
Professional Actual 
Socialization Process Practice 
Until doctors reach Stage 
5 (of the developmental 
stages of coping with 
death), avoidance is 
often used as a coping 
technique. 
Ideal 
Practice 
2 
Found considerable avoid- Dying patients should not 
ance of dying patients by be avoided. 
medical students. 
Through the socialization 
process, medical students 
become concerned about 
the preciousness of time. 
2 
Dying patient is avoided 
due to discomfort with 
death. 
Thei r research shows 
likely unconscious 
avoidance of dying 
patients. 
Author(s), Date 
Lurie 11981> 
Myers (1982) 
Ross (1978) 
Schulz & AderMan 
(1976) 
thrush et al. 
(1979) 
Williams (1982) 
TABLE XII 
RESlA. 1S OF REVIEW OF LITERATURE CONCERNING PROF!:SSIONAL 
5OCI~IZATION FOR THE ROLE OF NURSe 
DIFFUSENESS VARIABL!:, INDICATOR 2C: 
AVAILABILIiY OF THE WRSE 
1 = Limited Availability 2 = UnliMited Availability 
Professional 
Socialization Process 
Actuai 
Practice 
Citing several authors, 
states that nurses tend 
to respond to patients' 
talk of dying with avoid-
ance behaviors. 
1-2 
Nurses in general maintain 
continuous coverage, but 
nurses' work schedules 
are far lOre temporally 
rigid than doctors'. 
Nurses sometilBeS disen-
gage, withdraw from dying 
patients due to fear of 
overinvolvement. 
Nurses sometimes avoid 
dying patients. 
1 
There is direct avoidance 
& minimization of inter-
personal contacts with 
dying patients by nurses. 
1 
There often is isolation & 
neglect of dying patients 
by nurses due to their 
inaoility to deal with 
death. 
Ideal 
Practice 
2 
22(~ 
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As described in Chapter VI, Analytical Model, this 
indicator examines whether the role expectation to which 
health professionals are socialized is for care to be 
generally or individually oriented; that is, whether, the 
treatment given to a patient by a health professional is to 
be essentially the same as that given to all patients 
(pole 1, generalized care) or tailored to meet the 
particular needs of each patient (pole 2, individualized 
care). 
5~e~£i2~iQn§_EQ~_Ib~_BQ1§_Qf_Eb~§i£i2n. Table XIII 
summarizes the findings of the analysis of the literature as 
they relate to this indicator. Only one of the sources 
indicated that the approach to which physicians are 
socialized is the individually oriented approach (Freidson9 
1970a). All others asserted that professional socialization 
imparts a generalized approach to students, whereby students 
become disease-centered and dehumanized in their approach 
(pole 1). Those sources who stated their ideal expectation 
advocated the individualized approach (pole 2). 
s~eg£i~iiQn~_EQ~_Ib~_BQ!g_gf_~~~§g. Only four of the 
sources examined commented with regard to role expectations 
for the appropriate care approach, as shown on Table XIV. 
The one making reference to the professional socialization 
of nurses on this issue (Rosenthal et al., 1980) noted that 
students learn to replicate the known approach for dealing 
Author (s), Date 
Blumenfield et al. 
(1979) 
Coombs (1978) 
CooIIbs & Powers 
(19751 
Freidson U970al 
TABLE XIII 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR THE ROLE OF ~YSICiAN 
PARTICULARISM VARIABLE, INDICATOR 3A: 
CARE APPROACH 
1 = Generalized Care 
Professional 
Socialization Process 
Students surveyed ex-
pressed little uncertainty 
& made broad generali-
zations to dying patients, 
specifically re: whether 
patients should be told 
about their terminal 
illness. 
Medical students learn 
to depersonalize the 
patient. 
Students learn deperson-
alizing techrriques to 
cope with the death of 
patients; the pl"irJary one 
learned is to deny the 
subJective features, view 
patients as entil;ies, 
soecimens, obJects of 
scientific interest, 
not as oersons with feelings. 
2 
"Clinical experience" is 
one of the two basic 
values of the ~ical 
orofession. 
2 = Individualized Care 
Actual 
Practice 
2 
Decisions are based on 
the uniqueness & uncer-
tainty of each case. 
Ideal 
Practice 
2 
Each patient should be 
evaluated on an indi-
vidual basis. 
2 
2 
(Continued) 
TABLE XIII, Continued 
Harman (19711 
Lasagna (1968) 
Rosenthal et al. 
(1980) 
During Medical school, 
trainees becOlM! disease-
centered & relatively 
dehumanized in their 
pat ient-care att i tudes, 
"Professors tend to ... reduce 
everything to fundamental 
chelical and physical cellular 
processes, unaware of the 
sterility of this ambition," 
Cite other authors who 
note that decisions are 
based on typologies of 
patients and their con-
ditions rather than on 
viewing each patient as 
a unique individua!, 
2 
In medical education, 
stress individualization 
of care, but also educate 
re: typical dying traJec-
tories so students learn 
generalities on which 
individualization is basedj 
teac~ skills needed for 
finding the most approp-
riate death for a patient. 
2 
DThe doctor must respect 
simultaneously the 
general & the individual," 
Author!s), Date 
Quint (1967) 
Rosenthal et al. 
(1980) 
Sillpson (1976) 
Thrush et al. 
(1979) 
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TABLE XII; 
RESULTS OF REVIEW OF LITERRTURE CONCERNING PROFESSIONRL 
SOCIALIZATION FOR THE ROLE OF NURSE 
PRRTICULARI~~ VARIABLE, INDICATOR 3R: 
CARE APPROACH 
1 = Ger.eralized Care 
Professional 
Socialization Process 
1-2 
While nurses' training & 
philosophy urge them to 
treat each patient as an 
individual rather than a 
·case,· students learn 
to replicate the known 
approach for dealing with 
problems, to categorize 
patients according to 
presenting problems; 
many instructors are not 
comfortable dealing with 
uncertainty. 
2 = Individualized Care 
Rctual 
Practice 
Rough handling of the 
patient (depersonalized 
treatMent of his/her 
body) is one way used 
to cope with the dying 
patient. 
Job eKpel"ience of the 
nurse leads to a view 
that the nurse's sain 
goal is to foster the 
work of the organization 
& that the pursuit of 
this goal is the key to 
career advancement. Too, 
generalization counter-
acts ·overinvolvement." 
Little attention is 
given to the patient's 
personality. 
The dying patient is 
discussed as the ·colos-
tomy" or the ·coronary· 
in Bed 2. 
Ideal 
Practice 
1-2 
Individualized care should 
be the professional goal; 
but the categorization of 
patients and health ser-
vices is a necessary con-
dition for efficient, 
effective delivery of 
health care--does lead to 
fragmental izat ion, though. 
2 
Education about death 
that teaches the patient 
is a person is a valuable 
asset to the nurse & 
the patient. 
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with problems and to categorize patients according to their 
presenting physical problem (pole 1), despite the training 
they receive indicating that nursing's philosophy is to 
treat each patient as an individual (pole 2). Each of the 
four sources reported that in actual practice, the 
generalized, depersonalized approach predominates (pole 1). 
Of the two sources stipulating their ideals, both cast their 
votes for the individualized approach, although Rosenthal et 
al. (1980) were ambivalent, pointing out that categorization 
of patients is necessary for efficient, effective delivery 
of health care. 
a§£~ia~iQn_~2~i~~lgL_!ngi£9~Q~_~8~ __ !~g2~mgn~_§Q~1 
Examined in this indicator are the expectations 
concerning the goal of the treatment received by the 
terminally ill patient: whether the patient is to be 
treated with (pole 1) a goal of life prolongation or (pole 
2) a goal of the patient's quality and comfort of remaining 
life in mind. At issue is whether health professionals are 
socialized to meet a goal requiring that all attempts to 
treat (cure) the patient right up to the very end be made 
(pole 1), or to shift the goal to one of comfort and quality 
of life for the patient who is terminally ill (pole 2). 
S~eg£~~~iQn§_EQ~_!bg_BQ!g_gf_Eb~§i£i~n. This 
indicator received more attention than any of the others by 
the sources consulted in this analysis of the physician 
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socialization literature. Two themes relevant to 
socialization with respect to the goal of care are evident. 
First, as revealed in Table XV, in general, sources assert 
that physicians are cure-oriented, are socialized to a 
highly technological approach to medicine, and are taught to 
used their technical skills to prolong life, as death is 
seen as the antithesis of good medical practice (pole 1). 
Second, the lack of formal education of physicians 
concerning death and treatment of dying patients is pointed 
out (pole 1). 
There appears to be a conflict in role eKpectations as 
enacted in actual practice. Some sources report that 
physicians rely on the criterion of "quality of life" to aid 
them in their decisions concerning treatment, and/or the 
philosophy that no eKtraordinary measures should be taken 
with the terminally ill (pole 2). Other sources assert that 
physicians generally continue to adhere to the position that 
death should be avoided at all costs (pole 1). 
There is a similar conflict in the ideals of the 
sources examined: some assert that the physiciaY"I's goal 
should be to prolong life, while others argue that patients 
should not be kept alive solely for the purpose of 
prolonging their lives: that quality of life is the primary 
consideration. Most sources would seem to agree that 
useless treatments should be avoided and patients' symptoms 
ahould be relieved, the ambiguity lays in the definition of 
:'::27 
TABLE XV 
RESULTS Of REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIAlIZATION FOR THE ROLE OF PHYSICIAN 
ASCRIPTION VARIABLE, INDICATOR 4A: 
TREATMENT SOIl. 
1 = life ProlonQation 2 = life Quality & Co~fort 
Author(s), Date 
Becker et al. 
(1%1) 
Coombs (1978) 
CooIIIbs & Powers 
Professional 
Socialization Process 
Students view patients Hho 
can be cured as "bettei'u than 
those who cannot. 
Death is seen as the 
antithesis of good 
medical practice. 
(1975) In clinical pathology 
rounds, the assumption is 
made that death is preven-
table, not supposed to 
happen to patients of 
Dickenson (1976) 
Epstein (1974) 
good physicians. 
There is a lack of formal 
education re: death & 
care of dying patients in 
U.S. medical schools. 
Students learn the 
Hippocratic dictuIJI, to 
prolong life, not to 
decide what, if any, life 
is not worth living. 
Actual 
Practice 
Ideal 
Practice 
The true work of the 
physician is saving 
endangered lives. 
2 
The higher developmental 
stage is beyond obJecti-
fying and combatting death. 
The medical teaching model 
is questioned, then personal 
feelings are dealt with. 
1-2 
Doctor's main Job is to 
cure if possible, but he 
must also relieve and 
comfort. 
1 
Defends the Hippocratic 
dictum; useless treatments, 
no, but feels it is better 
to err on the side of life. 
It is undignified to 
cooperate with death. 
(Continued) 
TABLE XV, Continued 
Kanoti (1975) 
Lasagna (1968) 
Liston (1973) 
Morison (1974) 
Mullaly & Osmond 
(1979) 
Schram et al. 
(1978) 
The internist in training 
is taught lore about drama-
tic acute illnesses than 
problems of chronic disease, 
& is given no preparation 
for probleMs connected with 
death. 
Lack of formal education in 
U. S. medical schools re: 
death & care of the dying. 
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2 
The 'militant concept" 
o~poses death at all 
costs. Ethicists them-
selves do not agree re: 
distinction between extra-
ordinary & ordinary means. 
Physician Judgments must 
respect life, but not 
necessarily prolong it. 
1-2 
What is "eKtraordinary· 
is debated; estimates of 
patient's future quality 
of life are sometimes used. 
Cultural norms will not 
2 
Need to assure death 
with dignity. 
allow sanction of euthanasia. 
Cite others who argue 
that dying persons are 
being treated in the 
sick role. 
1-2 
Note recent court decisions 
have rejected 'quality of 
lifed as valid criterion, 
yet Scurry et ai. (1979) 
found this factor ranked 
most important by house 
officers in their decisions 
to use the "no code" 
designation. 
2 
Doctors BUSt ensure 
proper transition fl"Oll 
sick role to dying role, 
to ensure relatively 
painless & timely death. 
(Cont inued) 
TABLE XV, Cont inueo 
Schulz & Aderman 
(1976) 
Scurry et al. 
(1979) 
Searle (1981) 
Simpson (1976) 
Veatch & Tai 
(1980) 
WilliaJIS (1982) 
Physicians are socialized 
Argue that research ShOHS 
eying patient is consid-
ered a deviant, and that 
death is associated witn 
disappoint~nt & failure by 
pnysicians, who cope by 
avoiding death. 
1-2 
Their research shows that 
while house staff admit 
discomfort with dying 
patients, they say they do 
not avoid dying patients. 
Authors note incompati-
bility of responses. 
to a highly technological 
approach to medical prac-
tice; may lead to over-diag-
nosis, over-treatment. 
Error of omission is learned 
to be greater than error elf 
commission, so do every-
thing possible for patient. 
Argues average physician 
is still unprepared to 
assist the dying patient. 
The role of the p.'lysician 
recedes to that of the 
nurse in terminal care. 
2 
In the 1960's, chronic 
disease suddenly became 
the socially dominant 
disease; prior, it was 
aggressive, acute infection. 
2 
Agree strongly with "no 
code" designation. 
1-2 
Extension of life re-
Mains first priority, 
but reMission of symptoms 
also a maJor goal. 
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"useless" and in the timing of the physician's transition to 
treating patients within the dying, as opposed to the sick, 
role. 
The role 
expectations concerning the appropriate goal of care for 
nurses appear to be in even greater conflict than those for 
physicians. Table XVI show that several sources argue that 
the domain of nursing is related to "care" functions, which 
include an emphasis on patients' physical and psychological 
comfort (pole 2). At the same time, nurses are reported to 
be highly influenced by the treatment orientation of 
physiCians and to place a high value on recovery (pole 1). 
SOMe sources note the lack of adequate education for nurses 
in death and dying (pole 1). All sources agree that the 
ideal goal for care of the terminally ill should be the 
provision of comfort. While relating more to Indicator 5e, 
Interprofessional Decision-Making, an interesting ~hread 
running through the work of several sources should be 
pointed out here, as well, as it frequently surfaced in the 
context of expectations with regard to the goal of care. 
This thread was a belief that in the care of the terminally 
ill, the role of the nurse should become dominant over that 
of the physician. 
Author(s), Date 
Germain (1980) 
Krant (1976) 
Lurie (1981) 
Myers (1982) 
TAB!..=: XVI 
RESUL is OF REVIEw OF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR THE ROLE OF ~RSE 
ASCRIPTION VARIABLE, INDICATOR 4A: 
TREATMENT GOAL 
1 = Life Prolongation 
Professional 
Socialization Process 
2 
One of the central values 
common to all nursing is 
the emphasis on ·care" 
functions (which include 
necessary nursing proce-
dures as well as the pro-
vision of psychological 
support, health counseling, 
and education) as opposed 
to being physicians' sub-
ordinates & performance 
of maintenance or • core " 
functions. 
2 = Life Qual i ty & COlllfort 
Actual 
Pt'actice 
2 
Asserts that the primary 
ai~ of nursing is ·care.· 
2 
More input by nurses is 
provided in late-stage 
disease. 
1-2 
Tnere are conflicts be-
tween nursing & medicine 
re: ·core,· 'care,' & 
·cure· functions. 
1-2 
Found in her case study 
that nurses preferred to 
spend time with neonates 
who were getting better 
rather than worse; yet 
their goal was day-to-
day COMfort. 
Ideal 
Practice 
2 
2 
More input by nurses is 
necessary in late-stage 
disease. 
(Cont inued) 
TABLE XVI, Cont1nued 
Quint (1967) 
Rosenthal et ale 
(1980) 
Simpson (1976) 
Thrush et ale 
(1979) 
Veatch & Tai 
(1980) 
Little attentlon 1S given 
to oreoaring nurses to 
cope with problems associ-
ated with dyingj nurses are 
prepared to take care of 
only the body. Textboo~s 
show corJCerr, mainly for 
life-saving or technical 
matters re: death, such 
as body preparation. High 
value is attached to 
recovery. Also, preparation 
for death is not standardized. 
1-2 
Nurses are socialized to 
believe that physicians 
·cure" & deal with compli-
cated medical problems; 
nurse practitioners "care" 
for all patients & "cure" 
siMple problems. Nurses 
delegate to others "coreA 
functions--keeping track 
of medications, etc. 
The preservation of life 
is the foremost goal of 
the JJledical professions. 
1-2 
Ideally, nurses prefer 
patients who leave the 
hospital ·cured." But 
the goal can shift when 
cure is not possible; a 
patient who is dying is 
not seen automatically 
as a problem. The "caring" 
process is difficult for 
some. 
2 
In teminal care, the 
physician's role recedes, 
& the nurse's role takes 
its place. 
2 
The nurse is seen as 
providing ·care," the 
physician as providing 
·cure. " 
2 
Care and comfort are 
needed. 
2 
2 
(Continued) 
1:::32 
TABLE XVI, Cent inued 
Williams (1982) 1-2 
Nursing theorists see 
domain of nursing as re-
lated to 'care;" yet 
while there is increasing 
discussion of death, the 
average nurse still is 
unpreoared to assist 
patients who are dying. 
Only recently has the 
curative emphasiS become 
possible & dOGlinant. By 
inclination or socializa-
tion within the hospital 
system, most nurses 
identify with the treat-
ment-oriented philosoohy 
of the physician: dying 
patients violate norms by 
their failure to respond & 
by their everltual death. 
Death is viewed as a treat-
ment failure. This results 
in burnout, isolation, & 
neglect of patients, intra-
staff conflict, & patient-
staff conflict. 
2 
The dOMain of nursing 
is care & support. The 
R supportive role is 
appropriate for the care 
of the dying. 
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a§£~ie~!Qn_~~~!~e!gL_!ng!£~~Q~_~~~ __ ~~!n_~Qn~~Ql_~~2~ti~~§ 
Role expectations with respect to pain control 
practices to be followed by health professionals in the care 
of terminally ill people are examined in this section. As 
discussed in Chapter VI, Analytical Model, expectations 
concerning appropriate pain and symptom control may be 
either that pain and symptoms should be controlled only as 
they arige and are experienced by the patient (pole 1), or 
that pain and symptoms should be eliminated if possible, 
generally through the administration of medication at regu-
lar intervals so they are not experienced (pole 2). This 
latter view is consistent with the treatment goal of quality 
of life. The former perspective is related to the treatment 
goal of prolonging life and the potential adverse effects 
connected with regular administration of medication. 
g~e~£~~~iQn§_EQ~_!bg_BQ!~§_Qf_~b~ai~i~n_sng_~y~a~. 
As seen in Tables XVII and XVIII, only one of the sources 
analyzed (Krant, 1978) addressed this indicator. He 
commented both on the role of the physician and the nurse, 
arguing that physicians receive inadequate education in pain 
and symptom control (pole 1), and that nurses generally have 
better skills in this area (pole 2). From his perspective, 
pain and symptom control through the administration at 
regular intervals of medication is ideal (pole 2), as this 
enables the patient to be comfortable and to be able to plarl 
and communicate with family members. 
Author(s), Date 
Krant (1978) 
Author (s), Date 
Krant (1976) 
TABlE XVII 
RESULTS OF ~EVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIAlIZATION FOR THE ROLE OF PHYSICIAN 
ASCRIPTION VARIABLE, INDICATOR 4B: 
PAIN CONTROL PRACTICES 
1 = Medication As Needed 2 = Medication Regularly 
Professional 
Socialization Precess 
Inadequate education in 
pain & SY11lptoo control, 
palliation 
TABLE XVIII 
Actual 
Practice 
Ideal 
Practice 
2 
Need pain, SY1llptOlRS 
controlled so patient & 
family can plan, 
colllunicate. 
RESULTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR THE ROlE OF NURSE 
ASCRIPTION VARIABlE, INDICATOR 4B: 
PAIN CONTmI_ PRACTICES 
1 = Medication As Needed 2 = Medication Regularly 
Professional 
Socialization Process 
Actual 
Pral::tice 
2 
Nurses usually have 
more skills in 
relating to physical 
and psychological 
re Ii ef of SymptolBS. 
Ideal 
Pral::tice 
2 
Pain & SYMptom control 
is essential. 
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8§£~iQtiQn_~~~i~Ql~~_!ngi£~tQ~_~~~ __ E~ti~ni_ln~Ql~~m~n~ 
Role expectations to which health professionals are 
socialized with respect to involvement of patients in 
treatment-related decisions are examined here. An 
achievement orientation is implied by .n expectation for no 
involvement of patients in treatment-related decisions (pole 
1); this orientation sees the professionals as "knowing 
best," due to their specialized training. Involvement or 
patients (pole 2) implies an ascription orientation, since 
patients are involved not .s a result of their competence or 
performance as providers of health care, but instead, 
because of their ascribed status as patients, and as those 
directly affected by the care they receive. 
As noted in Chapter VI, certain conditions serve as 
enabling factors for patient involvement, or participation, 
in care-related decisions. Particularly, information about 
the patient's diagnosis and prognosis, treatment options and 
resources, as well as a willingness on the part of the 
health professional to allow patients some say or input into 
treatment-related decisions are likely to be required. 
Both of these enabling factors are visible in the relevant 
~tatements made in the literature consulted. 
Most of the 
sources making statements relevant to this indicator 
commented on the provision of information to patients, as 
described in Table XIX. Of the two sources who discussed 
Author(s), Date 
Becker et ala 
<1961l 
Beverly (1976) 
Bl\Jllenfield 
et ala (1979) 
Freidson (1970a) 
TABlE XIX 
RESUlTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIIl.IZATION FOR THE ROLE OF PHYSICIAN 
ASCRIPTION VARIABLE, INDICATOR 4C: 
PATIENT INVOLVEMENT 
1 = Patient Not Involved 2 = Patient Is Involved 
Professional 
Socialization Process 
1 
Students learn that 
patients should be 
cooperative, submissive. 
Actual 
Practice 
Asserts that the general 
consensus among physi-
cians is that the whole 
truth should not be told. 
2 
Found socialization had 
no effect--students same 
as house staff: patients 
should be told of their 
terminal illness. Authors 
note this represents a 
change from the 1970's. 
Each doctor has ultiaate 
responsibility for his own 
patient; this is one of two 
basic values of the medical 
profession: "medical 
responsibility." This 
affects willingness to 
involve patients in dec:isio~. 
Ideal 
Practice 
2 
Patients want to know, 
so physicians should 
communicate information 
using a tentative 
approach. 
1-2 
·The patient must be 
viewed as a distinct indi-
vidual who is dealing Nith 
an extremely i.portant 
life event." Student 
should look beyond own needs 
and ·what may seem to be 
the cultural themes of today.· 
(Cont inued) 
TABLE XIX, Continued 
Harnan (1971> 
Haug (1979) 
Krant (1978) 
Lasagna (1968) 
Rosenberg (1979) 
SC:iLil z ~ !1der:nan 
(~375) 
1 
Physicians are not learn-
lng a preference for, or 
receiving support for epen 
aNar~ness CDntexts (in-
forming pa~:ents of their 
illness) • 
~eH pnysicians surveyed 
Ijsed or supported pa-
tients' nreferences re: 
receiving information. 
1-2 
Notes challenges to phy-
sician authority are 
occurring (as evidenced 
by self-care and right 
to information ~ovementsl 
except by older people. 
~sserts ~'y5icians are 
more likely to tell r~ales 
t~an females of their 
ter~inal illness. 
States various studies 
indicate 70-90% of doc-
tors do not infor~ 
patients they are facing 
a ter~inal illness. 
Also, the image of doctor 
as fathet', omniscient 
2 
Patients should be 
helped to reach death 
in the way they desire. 
They need information for 
this to occur. 
2 
Since self-care is inevi-
table, public needs train-
ing on appropriate utili-
zation & limits of self-care. 
2 
Acknowledgement & com-
IIUT,i cat ion are very im-
portant for Deaseful 
death" of the patient. 
2 
Studies indicate that 77-
89~ of patients would 
wish to be told if they 
il2re dying. 
leads to belief that doc-
tor is not to be disobeyed. 
1-2 
Tnere are confl.ids in 
socia~izat~oni students 
lear~ ~)t~ t1at t~ey need to 
te leaders and to work with 
a tea~ and ~hat they need to 
be authority figures. 
~rgue that in many cases, 
coctors do not reveal the 
nature of ~he terminal 
i:lness to t~eir patients. 
1-2 
The physician needs to be 
able to decide which deci-
sions one ~ust make & 
which must be left to the 
patient and the family. 
2 
Patients desire and 
need information. 
(ContinUed) 
Scurry et a1. 
~:97'3) 
Searle <19al} 
Szasz & Hollender 
(1956J 
Veatch & Tai 
(1980) 
23'J 
1~ 2 
Found 8J~ of house offi- Disclosure is ideal. 
cers responded that they 
thought it "essential to 
tell a dying patient of 
his prognosis, only 57~ 
believed they did not 
avoid telling a patient 
directly that he is dying." 
Such reSPO~S2S are not 
entirely compatible; in-
dicate li~ely unconscious 
avoidaYtCe of patier,ts. 
Due to oosessive-compul-
sive role of physician to 
be thorough, complete, & 
the strong sense of res-
ponsibility felt, physi-
cians are not inclined 
toward patient partici-
pation in decision~king. 
Posit several models of 
the doctor-patient rela-
tionship, ~ith most 
c~mmon one being physi-
cian guidance, patient 
cooperation. 
1-2 
Assert there is a change 
occurring: was °do no 
1arm, q (paternalisM, ther-
apeutic privilegeJ; no~ 
it is patient autonomy & 
self-determination {pro-
trut~ cultural moodJ. 
2 
Patients want more res-
ponsibility for their 
health care, want some-
one who is candid about 
the limits of his know-
ledge and that of medi-
cine in general. 
2 
Imply preferred model is 
mutual participation, esp. 
where patient is terminal, 
as physican does not know 
what's best, cannot cure. 
Also, :ay population is 
increasi'l'!gly sophisticated. 
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the provision of information in the context of professional 
socialization, one (Blumenfield et al., 1979) reported that 
students felt patients should be told of their terminal 
illness (pole 2), while the other source (Harman, 1971) 
found that physicians were not learning to inform patients 
(pole 1). 
Those sources discussing the actual practice of 
physicians indicated, with one exception, that physicians dCI 
not reveal the terminal nature of patients' illness to their 
patients (pole 1). Scurry ~t ala (1979) found that over 
four-fifths of the house officers they surveyed viewed the 
provision of information as essential to patients; however, 
only Just over half believed that they did not avoid telling 
patients they are dying. 
The sources which addressed this issue of provision of 
information generally felt that, ideally, patients should be 
told if they are dying. Blumenfield et ala (\979), however, 
caution that the phYSician should examine the case of each 
individual patient; not ell patients should be told. 
Several sources approached the subJect of patient 
involvement in more general terms, particularly as it 
related to the norm of "medical responsibility." In 
general, earlier (publication dates prior to 1979) $ources 
indicated that it is this norm to which physiCians are 
socialized (pole 1), they argue that physicians are 
socialized to believe that the patient's welfare is the 
241 
physician's responsibility; therefore, the physician should 
make the treatment decisions and patients should be 
cooperative and submissive. Most newer sources (1979 and 
more recent) note the cultural changes currently taking 
place, such as the consumer rights and the self-help 
movements (pole 2), and the increasing challenges to 
physician authority. Especially important for the present 
research, however, is Haug's (1979) finding that older 
people are much less likely to question their physician 
and/or to wish to participate in their own care. 
Exceptions were Searle (1981), who points out the 
obsessive-compulsive role to which physicians are 
socialized and their reluctance to allow patient 
participation in decision-making, and Rosenberg (1979;, who 
asserts that physicians in training receive contradictory 
messages (poles 1-2) with respect to who, physician or 
patient and family, should make treatment decisions. 
Rosenberg (1979) indicates that the ideal is a 
situation in which the physician decides which decisions 
should be made by whom. All other sources feel increased 
patient involvement is desirable and/or inevitable, and the 
ideal role expectation is for the physician to facilitate 
appropriate deciSion-making. 
As shown in Table 
XX, the sources in the literature examined point out that 
while some attention is devoted to the concept of "involving 
Aut:1Qr (sl, Date 
Quint !1'3b7l 
Rosenthal et al. 
(1980) 
Schulz & Rrierman 
(1976) 
TABLE XX 
RESULTS OF qEVI:W OF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR ThE ROLE OF NURSE 
ASC~IPTION VARIABLE, INDICATOR 4C: 
PATIENT I~~LVEMENT 
1 = Patient Not Involveo 
Professional 
Socialization PrrJCess 
1-2 
"Involve the patient" is 
a phrase bandied about 
in the literature, 
education & practice 
without exploration of 
its meaning or implica-
tion. 
2 = Patient Is Involved 
Actual 
Practice 
Patient~ who cooperate 
are ~referred. Patients 
often are not informed 
of their prognosis. 
1-2 
The basis of professional 
authority is being eroded 
as patients become better 
educated; yet patients 
who are percei veO as 
deMandin~, noncompliant 
are ·probleN" patients, 
may be isolated. Uncer-
tainty and loss of control 
are threatening to health 
professionals, including 
nurses. 
Re: the provision of 
information: traditionally 
t~e respoTlsi bi li ty of the 
physician, but his failure 
to provide ~~kes nurse's 
mana£e~ent of the patient 
'-!lOre di fficult. 
Nurses tend to avoid 
the SUbJect of death. 
Ideal 
Practice 
2 
Open awareness is ideal; 
however, author seel!5 to 
assume it is the doctor's 
responsibility to provide 
this information. 
Ideally, from the 
nurse's perspective, the 
patient should follow 
eagerly and exactly the 
therapeutic program, be 
pleasant, uncomplaining, 
and fit into the hospital 
routine. 
2 
The patient r,eeds & wants 
to knOll. 
(Continued) 
Veatc~ ~ Tai 
(!sao) 
Will iaJlls (1'382) 
1-2 
The nurse looks more 
favorably to disclosure, 
but traditionally has 
felt obliged to say the 
~atter should be discussed 
with the physicianj now 
ther~ is more active 
patient involvement. 
There is a failure to 
share accurate infor-
mation with the patient. 
2 
Active patient involvement 
& self-care are ideal. 
2 
Information should be 
shared so the patient can 
fulfill the dying role, 
whereby the patient is no 
longer dependent on medical 
authority, is more inde-
pendent & autonoll1Ous. 
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the patient," little concrete training in implementation 
methods is provided (pole 1-2). Also, the loss of control 
inherent when patients participate in decision making is 
With threatening to nurses and other health professionals. 
respect to the provision of information specifically 
concerning the nature of the patient's illness and 
prognosis, there appears to be consensus that nurses do not 
provide such information (pole 1). Rosenthal et al. (1980) 
note that the provision of information traditionally has 
been the responsibility of the physician. All but one 
source feel that patient involvement and the provision of 
information to patients to facilitate involvement (pole 2) 
is ideal. Rosenthal et al. (1980) present the nurses' 
ideal as being one in which the patient is cooperative, 
pleasant, and uncomplaining (pole 1). 
B§£~iQtiQn_~2~i2Qlg~_!ngi£stQ~_~Q~ __ E2mil~_!n~Qlygmgn1 
This section examines sources' reports of expectations 
to which health professionals are socialized with respect tel 
involvement of families. Just as involvement of patients in 
their own care and in care-related decisions implies ay, 
ascription orientation on the part of the health 
professional, so does involvement of the patients' families 
(pole 2). Expectations that health professionals OQt 
involve pat ients' fami lies, that the professionals "ky,ow 
best," are achievement-oriented (pole 1). 
245 
g~egsts~iQn§_fQ~_~hg_BQlg_Qf_EQ~aisisn. Only three 
sources reviewed commented on expectations for physicians 
pertaining to the involvement of families (see Table XXI). 
Rosenberg (1979) asserts that physicians' socialization is 
conflicting: that physicians learn both that they should be 
authority figures (pole 1), and that they should allow 
patients and families to be involved (pole 2). 
In terms of actual practice, Coombs and Powers (1975) 
point out that families are whisked out of the patient's 
room when the patient is actively dying, they are not 
allowed to be involved (pole 1). Rosenthal et al. (1980) 
cite studies finding that families were at least more likely 
than patients to obtain information (poles 1-2). 
Coombs and Powers' (1975) ideal is that families 
should be involved (pole 2). Rosenberg (1979) argues that 
patients and families should be allowed to make some 
decisions, but that the physician needs to make others 
(poles 1-2). 
g~e§s1~1iQn§_EQ~_IQ§_BQ1§_Qf_~y~ag. Three of the 
sources addressing the socialization experiences of nurses 
comment with regard to expectations for the involvement of 
patients' families, as seen in Table XXII. The assessments 
made by these sources are not consistent. One states that 
families are involved (although they are involved by the 
physician, not the nurse, through the provision of 
information). Another asserts that the family often is 
Ruthor(s) I Date 
COOfJbs & PO);ers 
(1'375) 
Rosenberg (1979) 
Rosenthal et al. 
(1 '380) 
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TP.BLE XXI 
~SULTS CF REVIE~ OF ~ITERATURE CCNCER~I~G PROFESSIONAL 
SOCIALIZATION FOR THE ROLE OF PHYSICIAN 
ASCRIpTION VARIABLE, !NDICATQ~ 4D: 
FAMILY INVOLV~ENT 
1 = Family Not Involveo 
Professional 
Sc~ialization ~rcce55 
1-2 
Conflicting socialization: 
be authority figure vs. be 
team player with patients 
and farai lies. 
2 = Family Is Involved 
Actual 
Practice 
Family is not allowed to 
be present during final 
moments of patient's life. 
1-2 
Cite studies showing 
families ar2 IDOre likely 
to obtain information than 
patients. 
Ideal 
Practice 
2 
1-2 
Physician must decide 
decisions physician should 
make l which ones lust be 
left to the patient & the 
family. 
Author!s), Date 
TABl~ xx:: 
RESuLTS OF REVlr~ JF LrTERA~URE CDNCE~NING PROFESSIONAL 
SOC:Al:Z~F:Q~ ~OR l1E ROt.=: OF NURSE 
ASC1mrCN IJHRIAElE, INDICATOR 4D: 
FA~It..Y :WOLVE>!E:.lT 
1 = Family Not Involved 
Pr~feS5iol'!al 
Socialization Process 
2 = Family Is Involved 
Actual 
Practice 
Ideal 
Practice 
---------------_._------------------
~yers (1982) 
Rosenthal et al. 
(1980) 
Ta 1 cot -PoTiScnby 
(1973) 
1-2 
The phrase "involve the 
faMily" is ~revalent in 
the literature, educa-
tion & practice, y~t its 
meaning and ilpl icat ions 
are not explored. 
2 
Found in case study that 
parents were involved in 
discussion of treatment 
options; however, medical 
dcctors initiated 
d i sclJssi ons. 
1-2 
Tne conventional strat-
egy is to maintain 
control over families; 
there is stru~gle, con-
flict between nurses and 
families. When the pa-
tie~t is dying, though, 
visiting rules often are 
relaxed. Conferring the 
role of patient upon the 
family is more common 
than conferring that 
of Iolorker. 
The provision of infor-
maticn is traditionally 
the respoTlsbility of the 
pilysician. 
1 
~dern medicine often 
excl 'Jdes the fami ly. 
1-2 
Families can he a 
problem; the patient's 
domestic problems raay 
follow hiM. While faMily 
involvement is consistent 
with nursing philosophy 
(which emphasizes the 
importance of patient's 
support systems), it 
threatens nurses' author-
i ty & autoOOlY. At the 
sa=e time, it can cut 
down on nurses' work, 
let them spend less tile, 
not get emotionally 
involved, although with 
terminal patients, the 
nurse who delegates asay 
feel guilty. 
2 
The family should be 
kept fully informed. Every-
thing should be eKplai.j,ed, 
including the nursing 
care & how the family 
can help. Family should 
be encouraged but not 
forced to become involved. 
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excluded. A third notes that visiting rules frequently are 
relaxed for families of dying patients, but that families 
generally are not included as workers, helpers, or team 
members, and that any information provided to them usually 
is given by the physician. 
Talcot-Ponsonby (1973) argues that, ideally, families 
should be kept fully informed and advised as to how they can 
help (pole 2). Interestingly, this author cautions that 
families should not be fQ~£~~ to become involved. Rosenthal 
et ale (1980) appear to have mixed feelings concerning their 
ideal expectations for family involvement. They point out 
that families can be a problem, particularly in situations 
in which the patient and the family do not have a positive 
relationship. At the same time, families can aid in 
reducing nurses' work and decreasing the possibility of 
nurses' becoming emotionally involved with the dying 
patientB 
B§£~iaiiQn_~~~i~al~L_!n~i£9iQ~_~5~ __ ~Ql~ni~~~_!nYQ1~~m~D1 
None of the sources analyzed made mention of role 
expectations learned through socialization by either 
physicians or nurses that addressed involvement of 
volunteers in the care of dying patients. 
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a§£~ie1iQn_~s~is2!~~_lngi£2tQ~_~E~ __ ~~it~~i2_EQ~_5~2!YstinQ 
Ib~_~§s!tb_e~Qf~§§!Qns! 
As noted in Chapt~r VI, Analytical Model, this last 
indicator of the achievement-orientation--ascription 
orientation pattern variable differs in perspective from the 
previous six. Instead of ascertaining how the health 
professional is expected to treat or evaluate the patient or 
other members of the role set, this indicator examines the 
expectation concerning how the patient and other members of 
the role set evaluate or assess the health professional. 
Under scrutiny in this indicator is whether the role 
expectation to which the health professional is socialized 
is that the professional be evaluated in terms of (pole 1) 
his or her effectiveness, competence, skills and capacities 
(pole 1, performance orientation) or his or her sex, age, 
intelligence, physical characteristics, or group membership 
(e.g., M.D., R.N.> (pole 2, ascriptive or ascribed 
orientation). 
In Chapter VI, Analytical Model, it was stated that in 
the medic.l model, since the patient is expected to comply 
unquestioningly with the health professional, evaluation of 
the professional likely would be ascribed, based primarily 
on the h.alth professional's position as a doctor or a 
nurse, or on other personal ascriptive characteristics. 
Alternatively, in the hospice model, since the patient is 
expected to t.ke • more active role in his or her care, it 
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was posited that the health professional would likely be 
evaluated on the basis of performance capacity, not simply 
posit1on as a doctor or nurse or other ascriptive 
characteristics, such as sex or age. In this indicator, 
then, the poles descriptive of the medical and the 
holistical models are ~~y~~§~g. 
E~~~~ts!!Qn§_EQ~_Ibg_BQ1~_Qf_Eb~§!~!~n. As depicted 
in Table XXIII, there was no consensus with regard to 
whether physicians are socialized to expect to evaluate 
themselves or to be evaluated by patients on the basis of 
ascriptive qualities or their performance. A considet-able 
number of the sources noted that physicians are reluctant to 
criticize each other's performance (pole 2), that physicians 
are viewed as omniscient by virtue of their positions as 
physicians (pole 2), and that physicians learn the need to 
protect this image and to never make a mistake. At the same 
time, some sources note that physiciaY'ls are ~~S!~~ of 
instances of incompetent performance (pole 1), they learn to 
be self-critical (pole 1), and they are socialized to high 
standards and an obsessive-compulsive workstyle (pole 1). 
Notable among sources' ideals are the comments of Fox 
(1957), who points out that doctors who do not present 
themselves as all-knowing evoke criticism and alarm on the 
part of patients, and those of Searle (1981), who argues the 
opposite position. that patients want doctors who are self-
cri t ieal. The lack of agreement among sources appears to be 
Author(s), Date 
Coom;:]s (1978) 
F~x (1957) 
Harman (1971) 
lasagna (1968) 
Mullaly & OSlllOnd 
(1979) 
Robinson (1974) 
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TABLE XXIII 
~ESULTS GF i~J!~~ OF ~ITERATURE CONCERNING PRCFESSIO~~~ 
SOCIALIZATION FOR THE ROLE OF PHYSICIAN 
ASC~IPTION VARIAB~, INDICATOR 4F: 
CRITERIA FOR EVAlUAT~ON 
1 = Acniev~ent CrIteria 2 = Ascrl~tion Criteria 
Professiunal 
Soc:aliza~ion PYccess 
~Erii~al students say Qood 
:,::ctJrs WIst be tec:,ni-
cally :ompetent. 
2 
Students are socialized 
to be ~savant. u 
2 
Trainees are reluctant 
to ~ake negative Judgments 
of colleagues' professional 
conduct. 
2 
Medical students are un-
questionably superior, 
intellectually, to the 
"average man." 
Actual 
Practice 
2 
The doctor is regarded 
as an eKoert. 
1-2 
The image of the doctor is 
one of father, diety, 
priest, omniscient, yet 
the doctor "kTlOtls how 
fallible he often is." 
1-2 
Any practitioner is as-
sumed qualified to perform 
any ordinary duties, but 
the work of each is also 
seen as a creation of his 
personality and exoer-
ience. ~rit is evaluated 
ba5Ed on both formal 
training & experience. 
Ideal 
Practice 
2 
The doctor lIuSt act like 
a savant; otherwise, evokes 
criticism & alarm. 
1-2 
Doctors need sufficient 
natural sensitivity & 
e!lpathy. 
(Continued) 
TABLE XXIII, Continuea 
Rosenilerg (1979) 
Searle (1'381) 
1-2 
Learn the need to protect 
tne ifoage of :nedicine, of 
colleagues (2) yet know 
of instances of incompe-
tence (1); learn the neec 
:0 be self critical (1) 
'Jersus the need never to 
i~ai<e a il1ista~e (2). 
1-2 
~re socialized to high 
standards, hard-work, 
obsessive-compulsive role 
(1), which leads to vain 
attempt to be perfect, 
omniscient, omnipotent (2). 
There is an ::~"~~ance of 
iype A personalities in 
medical school and the 
medical profession. 
Medical politics & 
hostility dominate over 
the needs of patients & 
fami lies. 
Patients want doctors 
who are candid about the 
limits of their knowledge. 
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related to sources' perspectives with respect to the 
appropriateness and desirability of patient involvement in 
treatment-related decisions. 
A similar lack of 
consensus of opinion was found for the sources addressing 
expectations for the role of nurse (see Table XXIV). Some 
sources noted that certain ascriptive qualities such as 
femininity and being a woman were valued, while others 
focused on performance-related criteria, such as empathy, 
compassion, assertion, ability to cope with uncertainty, no 
repressed fears of death. Ross (1978) felt that nurses who 
were sensitized to their personal death concerns were ideal 
for the treatment of dying patients. 
~Ql!~£ti~it~_~2ci2e!~L_!n~i£2tQc_~a& __ ~Qti~2tiQn 
This indicator, the first of those related to Parsons' 
self-orientation--collectivity-orientation variable, 
concerns the health professional's relationship with the 
patient. Specifically, it addresses the issue of whether 
the health professional's welfare (self orientation i pole 1) 
or the patient's welfare (service or collectivity 
orientation, pole 2) is paramount. 
As noted in Chapter VI, Analytical Model, both the 
medical model and the hospice model appear to prescribe that 
professionals have a collective orientation; that is, both 
Models fallon the collective-oriented pole: pole 2. 
Author (s), Date 
TABlE XXIV 
RES~lTS OF REVIEW OF LITERATURE CONCERNING PROFESSIONAL 
SOCIAlIZATION FOR THE ROLE OF ~RSE 
ASCRIPTION VARIABLE, INDICATOR 4F: 
CRITERIA FOR EVALUATION 
1 = Acnievement Criteria 2 = Ascription Criteria 
Professiof;al 
Socialization Process 
Actual 
Practice 
Ideal 
Practice 
-----------------
Jacoll (1'374) 
Lurie (1 '381) 
Myers (1382) 
Gui nt (l967) 
Ross (1978) 
2 
Some nursing instructors 
explicitly tell their 
students that their 
femininity is an impor-
tant asset to be used 
when relating to physicians. 
Pre-socialization: 
describes the importance 
of selecting the right 
candidate ~ith the right 
c~arac~eristics, including 
empathy, compassion, 
assertion, less bureau-
cratic, ~ore psychosocial, 
Jetter able to cope with 
uncer~ainty. 
2 
The school-based ideal 
is that the nurse does 
not Bake a ~istake, 
responds clearly. 
The avoidance of errors 
in practice is taught as 
extreMely important, 
and is related to concerns 
of personal negligence. 
2 
There is a predominance 
of women in the ranks. 
Observes that nurses do 
make sistakes, do not 
always respond clearly 
and quickly. 
Found some nurses were 
sensitized to death, 
some had repressed per-
sonal fears of death. 
Nurses sensitized to 
their personal death con-
cerns are helpful in the 
treatment of dying patients. 
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~~2§£tstiQn§_EQ~_IQ§_BQ1§_Qf_eQ~§i~isD. As seen in 
Table XXV, in general, most sources seem to feel that 
sociali~ation is to the service orientation (pole 2), but 
pressures related to the need to protect colleagues and to 
gain and protect position also are learned (pole 1). As 
expected, several sources expound the ideal of the service 
orientation (pole 2, patient's welfare first). Two sources, 
however, (Searle, 1961 and Coombs, 1976) argue that one 
important method for serving the patient involves meeting 
the needs of the eQ~§i£i~n first (pole 1), including needs 
to talk about subJective feelings and to be emotionally and 
physically fit. 
With respect to 
the socialization of nurses, a change in the role 
expectations to which nurses are socialized appears to be 
underway. Motives other than a humanistic calling to 
sacrifice oneself for the sick (pole 2) are becoming 
acceptable, including personal fulfillment and social 
status (pole 1), as described in Table XXVI. 
The ideals of the sources range from the expected 
service ideal (pole 2) to implementation of various 
strategies to protect the nurse from stress (pole 1, 
although again, this is seen as having benefits for patients 
and families, as well as the nurse) to a mixed ideal, 
whereby both a wish to meet patients' needs and a desire for 
personal fulfillment are seen as acceptable (poles 1-2). 
Aut:1or(s) I Date 
Harman (1971) 
Robirlson (1974) 
Ros2nberg (1979) 
.-.e::- .-t.:._,.=-, 
TABLE XXV 
RESl.iL:5 CF REVIEW OF LITERATURE CONCERNING ?RCFE5SIONAL 
SOCIALIZATION FOR THE ROLE OF PHYSICIAN 
COLLECTIVITY ORIENTATION VARIABLE, 
INDICATOR 5A: MOTIVATION 
1 = Provider's Welfare 
Flrs~ 
Professional 
Socialization Process 
2 
Medical students state 
that a good doctor must 
be dedicated to the 
patient's welfare. 
Reoort s that seniors were 
less patient-centered than 
freshmen and i nternhesi-
dent samples. Also notes 
that trainees are reluctant 
to ma~e negative Judgments 
of colleagues' professional 
co~ducti this ~ould be an 
infraction of the consen-
sually defined ethics of 
physic:ans. 
A service orientation is 
ir~erent in the definition 
of a professional. 
1-2 
Students learn the need 
to protect the image of 
medicine & colleagues 
but are aHare of instances 
of incompetence. Also 
learn the l'leeC to be 
self-critical, yet at the 
saIne t irne, to never make 
a rllistake. 
2 = Patient's ~lfare 
First 
Actual 
Practice 
Ideal 
Practice 
1 & 2 
Author argues that quality 
of care would be improved 
if students' needs (espe-
cially those for talking 
about their subJective 
feelings) were II!et through 
structured opportunities. 
2 
2 
A collectivity or 
service orientation is 
essential. 
The professional apparently 
cares more for his or her 
authority than for the 
needs of the patient & 
the family. Medical 
politics & hostility 
occur among practitioners. 
(Continued) 
Shuval (1 Si5a) 
2 
Socialization is to the 
uservice ideal." 
Veatch & Tai (1980) 
2'27 
1-2 
Actual commitment is to The physician needs to 
the occupational role of be attuned to his/her 
physician. 
Cites vested interests, 
territorial competition 
among disciplines & their 
domains. 
2 
Refer to Parsons (1951) 
collectivity orientation" 
and note two changes: 
patient welfare has expan-
ded to include patient 
autonomy, and the ·collec-
tivity· has changed to 
include several profes-
sional roles. 
own welfare (decrease use 
of drugs, alconol; improve 
marital relations; get 
more sleep) to best be 
able to serve the patient. 
2 
Author(sl, Date 
Alutto et ale 
(1971) 
Ger!llain (1980) 
Jacox (1974) 
Myers (1982) 
TABLE XXVI 
~ESUlTS OF REVIEW QF LITERATURE CONCERNING PROFESSIONAL 
SOCIALIZATION FOR THE ROLe: OF NURSE 
COLLECTIVITY ORIENTATION VARIABLE, 
INDICATO~ 5A: MOTIVATION 
1 : Provider's ~elfare 
First 
Professional 
Socialization Proc~s 
2 
Found no difference in 
orientation among nursing 
students in three educa-
tional structures (asso-
ciate, diploma, bacca-
laureate)j all had a 
service orientation. 
2 
Are socialized to have 
a willing~ess to serve 
others. 
2 : Patient's Welfare 
First 
Actual 
Practice 
1-2 
Cites Vachon's (1978) 
l'!!asons for wanting to 
work with dying patients, 
only one of which is a 
sense of humanitarian 
calling. States that ideal 
nursing performance is 
impeded by professional-
bureaucratic role demands. 
2 
1-2 
The old nurse values said 
nurses follCH a calling 
to care for the sick & 
poor through sacrifice of 
self for others. Energing 
nurse values say nurses 
select a social status and 
follow personal goals 
first and respond to a 
high, sacrificial calling 
last. 
Ideal 
Practice 
(Continued) 
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TABL:: XXVI, Cont in'lec 
Quint (1%7) 
Rosenthal et al. 
(1980) 
Vachon (1978) 
A hi~h value is ~laceO on 
orot2Cting self from 
negligent performance. 
1-2 
Other reasons for doing a 
good Job of caring for the 
dYlng, as well as service 
orienta, ion, are accept-
able, including personal 
worthwhileness & fulfillment. 
1-2 2 
Nurses want to alleviate The ideal is the humani-
suffering a~d to parti-
cipate in the process of 
caring for or curing the 
sic~, but professional-
bureaucratic role d~ands 
i~pede ideal nursing per-
formance. 
1-2 
Describes possible !IO-
tivations of staff for 
caring for dying patients, 
including accidents or 
convenience; desire to 
do the "in" thing; 
intellectual appeal or 
desire ~o gain control 
over pairl or i 11ness; 
religious or humanistic 
"calling;" previous un-
resolved grief; suspi-
cion one rsight develop 
the disease. 
tarian, or service concepti 
orientation of nursing. 
Because of these various 
motivations, unexpected 
stress can be encountered 
& pose problems for pa-
tients, other staff, fami-
lies. Advocates recog-
nition that staff have 
needs, motivations, & 
stress & urges that 
staff develop insight 
into own needs; Maintain 
balance between work & 
outside life; guard 
against too great a need 
to be needed (a teaJI ap-
proach is crucial); lain-
tai n support syste1ll at 
work & outsidej have 
ongoing support of 
counselor, therapist. 
~Qll~~~i~ii~_~2~isQl~~_lnQi~s~Q~_§~~ __ !ntg~Q~Qfg~aiQnQ1 
~Qmm!:!Di£2~iQn 
Examined in this indicator is the role expectation 
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with respect to the need for health professionals to: (pole 
1) function separately, individually; or (pole 2) coordinate 
their efforts, to communicate, to work together, and/or to 
be a "team." Health professionals who coordinate their 
efforts and are supportive of one another are viewed as 
being collectivity oriented. Health professionals who 
function separately and independently are seen as sel¥ 
orieY',ted. 
As shown iY, 
Table XXVII, only three of the sources reviewed specified 
how physicians are socialized with respect to this issue. 
Rosenberg (1979) notes that physicians receive conflicting 
messages (poles 1-2) in their professional socialization, 
including those to be an authority figure, but also to work 
wi th a team. This author asserts that in practice, however, 
the tendeY,cy is to "go it alone" (pole 1). Each of the 
other sources, as well, point out competition and poor 
communication among professionals in actual practice (pole 
1), 
Among the sources 
discussing socialization for the role of nurse (see Table 
XXVIII) there was a general consensus that while nurses may 
receive some tr~ining in how to work with certain other 
~uthor(s), Date 
----------
Roser,berg (1'37'3) 
Shuval (1975a) 
Veatch & Tai 
(1980) 
"TP.BL=: XXVI I 
RESULTS OF i{£l}!E',j OF :"'IiEiATURE CONC:::iNINS PR(ESSICNAL 
SOCI~LrZATION FOR T~E RQL=: OF PHYSICIAN 
COL~=:CT!VITY ORIENTAT!ON VARIABLE, 
INDICATOR ~B: rNTERPROFESSIONAL 
COMfI1UNICIHICN 
1 = Not Team Qr~ented; 
Au~onoJ\ous 
ProfessioMl 
Socialization Process 
1-2 
2 = Team Orientedj 
Cooperative 
Actual 
Practi~ 
Conflicting socialization: Tendency is to ·yo it 
be a leader, be responsible, alone." 
Nork with a team, be an 
authori ty fi g'Jre. 
Notes competition between 
disciplines & their 
dOl1ains. 
What is dominant now is 
the hospital, rather than 
the isolated physician. 
The hospital, if not a team, 
is at least a health care 
bureaucracy. Communica-
tion within the staff is 
often less than ideal. 
Ideal 
Practice 
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P.lJt~or(s), Date 
------
Jacox (1974) 
Lurie (1981) 
Guint (1967) 
Rosenthal et al. 
(1980) 
WillialllS (1982) 
2E2 
TABLE (X',II! 
RESLtTS OF REVIEW 8~ ~:TE~ATURE CONCERNING PROFESSIONAL 
Sl]C~LmnmN =QR THE ROLE OF MJRSE 
COLLECTIVITY ORIENTATION VARIABLE, 
INDICATOR 5B: INiERPROFESSI~~ 
CO!'lI'lUNICATION 
1 = \J,jt Teall OrIented, 
AUtOr.OblOUS 
Professional 
Socialization Process 
1-2 
Students are not taught 
to work effectively with 
physicians. They do 
learn, though, to use 
clergy; referral to a 
Minister can take the 
pressul'e off the nursing 
staff. 
1-2 
Nurses may learn to be 
teaN-oriented, but they 
are not skilled at 
r~gotiating with other 
health professionals. 
2 = Teal Oriented; 
Cooperative 
Actual 
Practice 
Cites others who note 
problems of teamwork & 
interpersonal communi-
cation. 
Cites work of others 
who found problems of 
poor inter-professional 
cOllllllunicat ion. 
There are conBunication 
probleMs between physi-
dans and nurses; these 
stem directly fra. uale-
female norlllS. 
1-2 
Conflict in cure vs. 
care philosophy leads 
to intrastaff conflict. 
Ideal 
Practice 
2 
Argues that an inter-
disciplinary model is 
essential for optimal 
care of the dying. 
2 
All health professionals 
need to "keep their 
stories straight.-
2 
Need better communication, 
cooperative planning. 
1-2 
The nurse needs to learn 
how to work in & lead 
professional & inter-
professional teams, but 
also have the ability, 
authority to !ake deci-
sions independently, 
autonomously, as well 
as in collaboration. 
professionals such as clergy, they are not skilled at 
negotiating with other health professionals (Quint, 1967; 
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Rosenthal et al., 1980). In addition, there are problems in 
the workplace of poor inter-professional communication and 
cooperation (pole 1). 
The ideal expectation is for the nurse to be a capable 
team member, communicating and collaborating with the other 
professionals involved (pole 2). RoseYlthal et al. (1980) 
feel that the nurse should have the ability and authority to 
make decisions independently and autonomously, as well as in 
collaboration (poles 1-2). 
~Ql1§£~i~i~~_~srisBlg~_lnQi£9~Q~_§~~ __ ln~grQrQf§§§iQn~1 
12g£i§iQn=!!!s~in.9 
Closely interrelated with Indicator SB (Inter-
professional Communication) is this indicator of the role 
expectations concerning the status relationship between 
health professionals. Examined is the question of whether 
the deCision-making structure is hierarchical, with one 
professional making the decisions (pole 1) or egalitarian, 
with all disciplines having equal input in decisions (pole 
2). This indicator looks at those sources that deal 
specifically with this question of deciSion-making and 
authority. 
E~~g£~~~iQD§_EQr_Ib§_BQlg_gf_Eb~§i~i~n· Table XXIX 
shows that four sources make comments in this area 
Robinson (1974) 
Rosenberg (1979) 
Shuval <1975a) 
iP.8LE XXIX 
RESULTS OF 1EVEW CF LI"'HATIJRE CUNC~RNINS PRO~SSIONAL 
SOCIALIZATION FOR ~4E ROLE OF PHYSICIAN 
COLLECTIVITY ORIE~ATION VARIABLE, 
INDICATOR 5C: INTERPROFESSIONAL 
DECISION-)1AKI~ 
1 :: :-iierar!:hical 
Prof!lssional 
SocIalization Process 
1-2 
Conflicting socialization: 
Medical students learn 
to tle leaders, be respon-
sible, yet at the sar.e 
time, to be teaM melJlbers & 
to check everything with 
a sl.Iperior. 
2 = Egalitarian 
Actual 
Practice 
1 
There are status differ-
entials among health 
professionals. 
Ideal 
Practice 
The activities of other 
occupations who IIOrk in 
relation to health & ill-
ness are derived from 
those of the medical pro-
fession. Even if the 
reedical professional does 
not perforl'll these acti-
vities' he or she does 
control & have final res-
ponsibility for thea. 
2 
These differences should 
be attenuated to enable 
collaboration as a team. 
Veatc~ & Tai (1980) 1-2 
Traditionally, the doctor-
nurse relationship has been 
hierarchical (doctor higher). 
Increasingly, nurses are 
developing a sphere of 
role autonomy & respon-
sibility. 
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concerning the socialization, professional and workplace, of 
physicians. Three note traditional status differentials 
(pole 1), especially between doctors and nurses, and the 
fourth reports that physicians receive conflicting messages 
in training with respect to whether they are to be the 
leader and be responsible, or whether they are Just one 
member of a team (poles 1-2). Two sources express ideals, 
one of whom (Robinson, 1974) accepts as a given the higher 
status of the physician and believes this hierarchy is 
appropriate (pole 1), while the other asserts that team 
collaboration (pole 2) is the ideal approach. 
g~Q~£tstiQn§_EQr_Ih~_BQl~_Qf_~~r§~. This issue 
appears to be quite a salient one with respect to the role 
of the nurse. As seen in Table XXX, the maJority of the 
sources comment on this issue of interprofessional decision-
making. Most of these sources assert that nurses are 
socialized to hold expectations for hierarchical decision-
making (pole 1). Two opposite forms of hierarchical 
structure are described, however: one in which the 
physician is at the pinnacle making decisions, the other iYI 
which the nurse holds this position of autonomy and 
authority. Some sources argue that nurses are socialized to 
obey phYSicians, and that nursing is subordinated to 
medicine; others argue that nurses learn autonomous 
decision-making skills in their professional socialization, 
and that particularly in the care of terminally ill 
Author(s), Date 
iPBLE: XXX 
RES!JL T5 GF .~ElJEtl OF ,-I-:BATUR£ CONCERNING PROFESSIONAL 
SCC!AL:ZATIO~ FOR ThE ROLE OF NURSE 
CCLL£CTIVITY ORIENTATION VARIABLE, 
INDICATOR 5C: INTERPROFESSIONAL 
D€CI5ION-I1AKINS 
= Hierarchical 
Professional 
Socialization Process 
2 = Egal i tarian 
Actual 
Practice 
Ideal 
Practice 
2Sc. 
----------------------------
Alutto et al. 
(1971) 
Freihofer & 
Felton (1976) 
Germain (1980) 
Gliebe USn> 
Jacox (1974) 
Kra!'lt (1976) 
Found a predisposition 
to authoritarianism, 
greatest a~ng nurses 
in associate degree pro-
grams, then diploma, then 
baccalaureate. 
Socialization imparts 
autonomous decision-
making skills. 
Autonomy, independence, 
& flexibility are learneo. 
Nurses are socialized to 
be ·obedient,· not auto-
nomous, not to exercise 
professional Judgmerlt. 
Found hierarchical rela-
tionships in their 
exploratory research 
(physician first). 
In late stage disease, 
nurses have ~re input. 
Argue the nurse, due to 
the amount of contact with 
the patient & family, is 
in a most favorable posi-
tion to assist individuals 
cope with death & dying. 
Autonomy, independence, 
& willingness to take 
risks are ideal. 
More input by nurses is 
necessary in late stage 
disease. 
(Continued) 
TABLE XXX, Continued 
Lurie 11'381) 
Myers (1982) 
Quint (1967) 
Rosenthal et al. 
(1980) 
SiGlpSOTI (1976) 
Wessell (1979) 
Nurses are socialized ~o 
see the ~urse as a leader. 
1-2 
There are colleagial rela-
t ions between nurses & 
physicians, yet hierarchi-
cal relationships between 
nurses (who are on top) & 
other health care workers. 
The physician is perpet-
uated as being in the 
sole authority position. 
Nursing is subordinated 
to llIedicine-a female-
dominated one to a male-
dOllinated one; the roots 
of this are in sexism 
(cites several sources). 
The physician is at the 
pinnacle; the nurse is 
expected to support 
physician's decisions 
Ce. g., re: provision of 
infol'!lat ion). 
In terminal care, the 
role of the physician 
recedes, shifts to the 
nurse. 
The nurse presently plays 
a maJor role in the 
management & execution of 
care of the terminally ill 
at home. 
2E7 
2 
Nurses need to break old 
established patterns of 
dealing Kith physicians; 
need to do IIOre than Just 
carry out doctors' orders. 
2 
The professional sociali-
zation of nurses might be 
improved to develop a 
cadre of nurses who are 
more assertive than is at 
present customary, & IIOre 
skilled in negotiating 
Kith other health profes-
sionals in a team setting. 
1 
Nurses should have the pre-
d01linant role in the 
provision of terminal 
care. 
1 
The nurse should docu-
ment & expand this role. 
268 
patients, actually have more input than physicians. All 
sources argue that ideally, nurses should at least be equal 
members of the health professional team (pole 2), and 
several sources assert that nurses should play the dominant 
role in the provision of care to the dying (pole 1). 
E~mm2r~ 
Tables XXXI and XXXII depict the indicators addressed 
by each of the sources reviewed with regard to expectations 
which each asserts are learned and held by physicians and 
nurses, respectively. These tables are useful for pointing 
out the types of role expectations to which the most 
attention was devoted in the literature reviewed. 
Indicators receiving the greatest amount of attention 
in the literature on socialization of physicians included: 
4A (Treatment Goal), 2A (Scope of Care), 4C (Patient 
Involvement), and 1A (Affective Involvement). Those 
mentioned most often among the sources reviewed in the 
literature on socialization of nurses included: 5C 
(Interprofessional DeCision-making), 4A (Treatment Goal), 2A 
(Scope of Care), and 1A (Affective Involvement), in that 
order. If prevalence of appearance in the literature can be 
assumed to indicate salience, this analysis reveals 
considerable commonality of focus on particular issues in 
socialization for these two health professional roles. Not 
mentioned in either of the socialization literatures was the 
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issue of volunteer involvement in the care (4F). Noteworthy 
also is the lack of attention to the issues of pain control 
practices (4B) and family involvement (40). 
Tables XXXI and XXXII also contain a row specifying, 
for each indicator, which pole, 1 or 2, best represents the 
reports of the maJority of the sources reviewed with regard 
to the specific role expectations that the physician or 
nurse is socialized to hold. It should be recalled that 
pole 1 is associated with the medical model of health care 
provision and pole 2 with the holistic model, with the 
exception of Indicators 4F (Criteria for Evaluation of the 
Health Professional), in which the poles are reversed, and 
5A (Motivation of the Health Professional), in which pole 2 
represents the norms of both models. 
As depicted in Table XXXI, this analysis of the 
literature on socialization for the role of Eb~§i£i2n 
reveals that, as hypothesized, the role expectations which 
are learned and held by physicians generally appear to be 
congruent with the norms of the medical model. At the same 
time, there appear to be some issues with respect to which 
socialization for the role of physician is (a) conflicting 
and/or (b) seems to be moving toward the norms associated 
with the holistic model. These issues include patient and 
family involvement (4C a~~ ~O), criteria of evaluation of 
the health professional (4F), interprofessional communica-
tion (58), and interprofessional decision-making (SC). 
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With respect to professional and workplace (actual 
practice) socialization for the role of ng~~~ (see Table 
XXXII), there was very little consensus concerning the role 
expectations to which nurses are socialized. The field of 
nursing appears to be in quite a state of flux; based on 
this analysis of the literature, nurses appear to receive a 
considerable number of conflicting messages with respect to 
the role expectations which they are expected to hold. 
These conflicting messages come both from ~itbiD 
nurses' professional socialization and ~~t~~~n their 
professional and their workplace socialization. The areas 
in which conflicting messages derive from within nurses' 
professional socialization with respect to expectations for 
affective involvement (Indicator lA), the appropriate scope 
of care (2A), the appropriate unit of care (2B), the 
appropriate care approach (3A), and desirable interprofes-
sional communication skills (SB). Nurses' professional 
socialization appears to conflict with norms and values held 
in the workplace with regard to issues including: the goal 
of care (4A), where, as co-workers with physicians, nurses 
are influenced by those norms associated with the medical 
model; and, where professional and bureaucratic demands 
surface, the areas of patient and family involvement (4C and 
40) (the nurse's Job is easier without such involvement); 
and motivation (SA) (as noted by Myers, 1982, emerging nurse 
values are that nurses follow personal goals first and 
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service orientation second). Particularly interesting is 
the apparent emphasis in both the professional and workplace 
socialization of nurses on hierarchical decision-making 
(pole 1, Indicator 5C), with ~i~b~~ the physician Q~ the 
nurse serving in the dominant role. 
In sum, based on the literature reviewed, the role 
expectations learned and held by physicians appear to be 
generally congruent with the medical model of health care 
provision, although there is some evidence of conflict and 
change in these expectations. With respect to the role 
expectations learned and held by nurses, it is very 
difficult to categorize these as belonging to either the 
medical model or the holistic model; the values and role 
expectations of nurses appear to be in a state of 
considerable change and flux. 
Caution is required in generalizing from these 
findings, however, as much of the literature that was 
reviewed consisted of essays and assertions based on the 
authors' personal experiences and observations and/or their 
interpretation of the work of other scholars. There is a 
need for systematic empirical study of the current 
socialization experiences of physicians and nurses. 
In addition, several years of literature were covered. 
Many of the more recent sources seemed to reflect some 
movement toward the holistic model, at least in certain 
areas of role expectations. 
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RESEARCH QUESTION 2: WHAT ARE THE ROLE EXPECTATIONS HELD 
BY A SAMPLE OF TERMINALLY ILL PATIENTS, FAMILY MEMBERS OF 
TERMINALLY ILL PATIENTS, AND HEALTH PROFESSIONALS FOR THE 
PROVIDER OF QUALITY TERMINAL CARE, AND WITH WHICH MODEL 
FOR THE PROVISION OF HEALTH CARE, MEDICAL OR HOLISTIC, 
ARE THESE EXPECTATIONS MOST CONGRUENT? 
The findings with respect to each of the fifteen 
indicators are reported in this section. 
included at the end of the section. 
lnQi£2tQ~_18~ __ 8ff§£~iy§_ln~QlY§m§ni 
A summary is 
Based on an empirical analysis of the comments of 
respondents relevant to this dimension, a dichotomous, left-
right pole categorization scheme, "no, the health 
professional should not be affectively involved"/"yes, the 
heal th professic'Ylal should be affect ively involved," was 
determined to be simplistic and not as descriptive of the 
data as these data merited. A continuum represented by four 
"levels" of affect i ve involvemerlt seemed more appropriate. 
As noted earlier, this variable has as its left pole 
nQt negative affect but neutrality. In fact, respondents 
did describe attitudes and behaviors representing negative 
affect which they viewed Ynf~YQ~~bl~, such as health 
prc,fessionals who were "uncaring," "callous," or 
"discot..trteous. " To minimize the confusion which would 
likely result from having descriptors viewed favorably ~nQ 
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unfavorably, the attitudes and behaviors which were viewed 
negatively were reversed to their positive form, such as 
"caring," "sensitive," and "courteoIJs," and classified 
according to the scheme developed. 
The four levels of affect were derived through: (1) 
reading all comments of respondents that concerned the 
affective relationship between the health professional and 
the patient or patient/family; (2) developing a preliminary 
categorization scheme based on this reading; (3) classifying 
responses according to this scheme; (4) reading the 
responses that had been grouped within each category to 
assess the degree to which they "fit" together; (5) 
consulting Webster's Collegiate Thesaurus to determine 
synonym groupings; (6) discussing the categories with 
colleagues; (7) refining the categories; and (8) repeating 
this process various times. The scheme described below 
represents that ultimately settled upon. 
The first category (A) is one which contains responses 
indicating "neutral" affect, in which the health 
professional is courteous, polite, and respectful, but 
reveals little, if any, of him/herself. Duties are 
performed responsibly, but routinely; there is no evidence 
of emotional involvement. 
The second category (B) is one in which the health 
professional is pleasant, congenial, cheerful, and projects 
some personality. The health professional still is not 
emotionally involved, or only minimally so. 
The third category (C) is one in which the health 
professional is warm, kind, caring, compassionate, and 
interested. He or she is, or seems to be, personally 
involved, although not intimately or completely. 
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The fourth category (D) is one in which the health 
professional treats the patient as he or she would treat a 
family member: as someone very special, with love, with 100 
percent emotional involvement, with deep concern and 
intimacy. Table XXXIII contains examples of the types or 
responses classified within each of the four categories. 
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TABLE XXXIII 
WORDS AND THEMES COMPRISING EACH OF THE FOUR CATEGO~IES OF 
INDICATOR lA: AFFECTIVE INVOLVEMENT 
A. 8ff~£t~ __ ~~~t~21L 
E~~2Qn2!_lnYQlY~m~nt~ __ ~Qn~ 
courteous, polite, civil, respectful, nonJudgmental, treats 
patient with dignity. 
NOT demeaning. 
B. 8ff~£t~ __ E!~222nt~_gb~~CfY1L 
E~~2Qn2!_!nYQ1y~m~nt~ __ Minim~1 
frie~dly, saying hello, congenial, pleasant, charming, 
sweet, nice, good-natured, with a relaxed attitude, calm, 
mellow, informal, cheerful, convivial, lighthearted, good 
bedside manner, proJecting personality, outgoing, 
interesting, positive attitude, happy, always smiling, 
teasing, Joking, sense of humor, laughing. 
NOT cross, dreary, dull. 
c. 8ff~£t~ __ ~2Cro~_g2cingL 
E~c2Qn~1_lnYQlY~m~nt~ __ ~QQ~~2t§ 
warm, warm personality, considerate, compassionate, kind, 
human, humanness~ thoughtful, thoughtfulness, empathy, 
empathic, sympathy, sympathetic, understanding, concerned, 
showing concern, being people rather than professionals, 
relating humanly, sharing how they as staff feel, showing 
emotion, allowing patient to be human, acting like they like 
the patient, soft-spoken, patient, patience, hugging, 
affectionate, touching, talking--showing they care, someone 
with feeling, having a heart. 
NOT callous, indifferent, cold, abrupt, distant, reserved, 
professional, all business, impersonal, inconsiderate, 
impatient, rough. 
D. 8ff~£t~ __ bQYing~_Ic~2ting_bi~~_Eemi!~L 
E~c2Qn~1_lnYQlY~m~nt~ __ ~igh 
Loving, treating patient like part of their family, 
like a mother, father, sister; emotionally involved, 
personally attached, very close, very personal. 
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Table XXXIV contains a summary of respondents' 
responses. It should be noted that because respondents 
gave multiple responses, the n's and percentages do not 
total properly. As shown on Table XXXIV, all but two of the 
17 patients in the sample volunteered comments in the course 
of their interviews that were pertinent to this indicator. 
This indicator, then, with responses from 88~ of the 
patients, was one of the most frequently mentioned by 
patients. Similarly, all but one of the family members 
(97~) made some relevant comment, as did all but four (three 
in conventional programs, one in a hospice program), or 90S, 
of the health professionals. 
The patients in conventional programs as well as those 
in hospice programs mentioned category B (pleasant and 
cheerful) most often, followed by category C (warm and 
caring). Family members in each of the types of programs 
mentioned category C most frequently, and then category B. 
A few patients mentioned category D (loving, emotionally 
involved) as did several of the family members. More 
families than patients also mentioned the desirability or 
being courteous, polite~ and respectrul (category A). 
Somewhat higher numbers of families in conventional programs 
mentioned ~~£b of the categories of affective involvement 
than did ramilies in hospice programs. 
The responses of health professionals in conventional 
programs and as well as those in hospice programs varied 
lABLE nXlv 
INDICATOR IA: AFFECTIVE INVOLVEMENT 
SUMMARY OF RESPONSES 
BY RESPONDENT GROUP * 
PATIENTS FAMILIES HEALTH PROFESSIONALS 
DEGREE OF AFFECTIVE 
INVOLVEMENT 
IConventiona1 
In;9) 
n I. 
Hospice 
In;8) 
n I. 
TOTAL 
(N~17) 
n I. 
:Conventtonal 
(n-20) 
n ~~ 
Hospice 
(n=18) 
n I. 
TOTAL 
IN=38) 
n 'l. 
:Conventional 
In=19) 
n I. 
Hospice 
(n=2(1) 
n 'l. 
TOTAL 
IN=39) 
n I. 
--------------------------:------------------~-----------------1----------------------------------1----------------------------------1 
A. Courteous/No II i'. 0 O°t. 5'l.~ 3 151. 61. 4 111.1 
Involvement 
B. PI easant /MI nl rna I 6 671. 881. 13 761.: 14 70r. 1(1 56;~ ;::4 63r.: 
Involvement I 
C. Warm, Car-lng/Moderate; 6 b7/. 5 631. 11 64'l.: 20 10(O'l. 16 891. 36 951.: 
Involvement 
U. LOVIng/HIgh 2 221. .3 38r. 5 29%: 8 4('1. 5 ~81. 13 34,.: 
Involvement 
--------------------------:----------------------------------1----------------------------------: 
NO RELEVANT COMMENl IN 
ANY OF THE ABOVE 
2 22'l. (I 01. 2 12,.: 0 (II. 6/. 3/.: 
:----------------------------------:----------------------------------: 
.. of CategorIes 
MentIoned 
15 
Avg.** 
2.14 
flvg. 
15 1.88 
Avg. : Avg. 
30 2.00 : 45 2.25 
.. Responses do not always sLIm to n, N, or 100'% due to multiple response!). 
**Average 15 ba5ed on * of categories mentioned divided by 
n - * of respondents who made no relevant comment. 
.wg. Avg. : 
32 1.88 77 2.08 : 
2 1I'l. 0 
3 lbl. :' 
16 84'l. 19 
7 371. 9 
3 16,. 
A"g. 
28 1.75 31 
0/. 2 
15';1. b 
951. 35 
451. 16 
5% 4 
Avg. 
1. 63 59 
5%: 
151.: 
9(11.: 
41i'.: 
1(1% : 
Avg .. : 
1. 69 
ru 
()) 
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from those of patients and families. The categories 
mentioned most frequently by both sets of health 
professio~als were C, followed by category D, although twc, 
more hospice staff than conventiona\ staff mentioned this 
latter category. Also, two conventional staff noted the 
desirability of professionals with category A attitudes and 
behaviors (being courteous, respectful, and polite) compared 
to none of the hospice staff. 
In addition to noting the categories mentioned most 
frequently by each group, however, it is important to point 
out that comments were made by some patients, family 
members~ and health professionals concerning instances in 
which one or more of the four categories could nQ~ be 
endorsed by them. That is, each of the categories of 
affective involvement has its drawbacks or risks as well as 
its bene~its. 
In Category A, for example, four family members 
indicated that health professionals who were courteous and 
polite, and who "Just did what's necessary," seemed distant; 
these health professionals were not deemed satisfactory or 
desirable as providers of terminal care. In other words, 
health professionals whose attitudes and behaviors were 
classified in Category A were not adequate, as far as these 
family members were concerned. For these family members, 
health professionals who were "warm" (Category C) were 
desired. It is noteworthy that each of these family 
members' relatives was being, or had been, cared for in 
hospice programs. 
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With respect to Category B, three family members (two 
hospice, one conventional) felt that health professionals 
sometimes could be iQQ cheerful and overly optimistic. 
Similarly, two family members (both of hospice programs) 
noted that professionals could be too bubbly, too talkative, 
or kid around too much--that some patients do not like 
this. 
The only cautionary note with respect to Category C 
was offered by one health professional and one family 
member, both of whom indicated limits to the desirability of 
health professionals' sharing information about themselves 
and their lives with the patient. The health professional 
pointed out that while personal sharing of one's self and 
life with the patient or the patient and the family was 
desirable, the health professional must take care not to 
~Y~~§n the patient and the family; that is, the health 
professional should not share iQQ much. The family member 
commented that health professionals should not be "full of 
their own problems." 
Category 0 received the greatest number of cautionary 
comments. These comments centered around the dangers of the 
health professional's becoming i2Q involved and too close to 
the patient. Two family members and seven health 
professionals made comments of this nature. One of the 
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family members, a daughter, was concerned that a nurse was 
becoming too close to her father, spending her time off with 
him. The daughter seemed to feel that this was not 
prc.fessional. 
The other family member noted that health 
professionals should not become too involved with their 
patients because then they themselves will get sick. This 
comment, as did most of the comments of health professionals 
themselves, related to the danger of "burnout" dlle to the 
emotional trauma that accompanies overinvolvement and/or 
overidentification with the patient. Overidentification was 
mentioned as a risk particularly with patients who were 
young. 
Other relevant COMments of health professionals 
addressed (a) the difficulty of remaining obJective <n=l, 
conventional) and (b) the concern that there is only so Much 
time, and if the health professional becomes emotionally 
involved with a patient, the time spent with the other 
patients is likely to be diminished (n=2). This latter 
corlcerr. reflects the "universal ist ic" treatment norM of the 
medical model of care, and indeed, the two individuals who 
mentioned it worked in two of the conventional programs in 
the sample. 
In sum, patients' expectations centered around 
professionals being pleasant and cheerful and being warm and 
cari rig. Families' expectations, too, concentrated in these 
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two categories, but the pattern of response was different: 
the desirability of being warm and caring was mentioned more 
often than was being pleasant and cheerful. In addition, a 
greater percentage of families mentioned the desirability of 
professionals who would treat patients as though they were 
family members, who would give them love, and who would get 
emotionally involved. Families' expectations, then, were 
for somewhat more affect and emotional involvement than were 
patients'. Health professionals' expectations for 
professionals in the role of provider of terminal care were 
for even greater emotional involvement. The average number 
of categories mentioned by families was highest of the three 
groups, followed by patients and then by health 
professionals. Expectations by subgroup <conventional 
compared to hospice) did not appear to differ significantly. 
Finally, it should be remembered that each of the categories 
of affective involvement has its drawbacks or risks as well 
as its benefits, as pointed out by some patients, family 
members, and health professionals. 
In~i£~iQ~_g8~ __ §£QQ~_Qf_~s~~ 
This indicator represents respondents' views with 
respect to the scope of care which they expect to be 
given ideally by health professionals who are providing 
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terminal care. "Scope of care" refers to whether only the 
physicial care needs of patients or patients' psychosocial 
needs as well as their physical needs are addressed. This 
latter option is termed "holistic" care, and is consistent 
with the hospice model for the provision of terminal care. 
The former, "physical" care, represents the medical model 
app~oach to health care. 
The data analyzed with respect to this indicator 
consisted of relevant responses volunteered throughout the 
course of the interviews with respondents, including any 
explanatory remarks made in response to one of the checklist 
items (item c), in which respondents were asked how much 
they felt it mattered that "Doctors and nurses sit, talk and 
listen, as well as attend to patients' physical needs." For 
reasons explained earlier (see Chapter V, Research Design 
and Methods, Phase III, Content Analysis of the Interviews), 
only comments respondents volunteered were analyzed; the 
ratings assigned were not. Table XXXV summarizes the 
responses of respondents as they related to this indicator. 
It should be noted that within the category of 
"holistic" care were included a few responses that addressed 
SCOPE OF CAkE 
:Conveiltlonal 
(n=9) 
n 1. 
PATIENTS 
Hosp:ce 
(n=81 
n 1. 
IABLE XXXV 
INDICATOR 2A: SCOPE OF CARE 
SUMMARY OF RESPONSES 
BY RESPONDENT GROUP * 
FAMILIES 
TOTAL 'Conventional Hosp,ce 
(N=I]) 1 (n=20) (n=18) 
n %1 n i'. n % 
TOTAL 
tN=38) 
n % 
HEALTH PROFESSIONALS 
'ConventIonal HospIce TOTAL 
(n= 19) (n=2(1) (N=39) 
n % n 'l. n % 
-------------------------:----------------------------------:----------------------------------: 
Physical Care Only 11% 2 251. J 18%: 
-' 
151. ~ 
-' 
17% 6 16%: (I (1% (I (1/. (I OiU 
1 
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No Relevant Volunteered 3 3JI. 3 381. 6 35/.: 4) ',)1. 61. .3%: (I (It. (I (It. (I ')1. : 
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fOercentages may not slim to llll)i'. due to rOllndi ng error. 
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the psychosocial aspects of care only. These comments were 
relatively rare, though (patients: n=2 (both hospice); 
families: n=3 (two conventional, one hospice); health 
professionals: n=2 (both conventional). 
It should also be pointed out that spiritual needs or 
patients, while theoretically a part of the concept of 
"holistic care," were not included in this analysis unless 
the respondent specified that these needs could or should 
be met, or were met, by the health professional. Comments 
that focused on visits that were made, or ideally would be 
made, by rabbis, ministers, or other clergy were not 
classified here. Given this study's rocus on the role of 
the health professional, and specifically the role of the 
physician or nurse provider of terminal care, it was not 
felt appropriate to include comments related to provision of 
spiritual support by other than a health professional. 
Turning now to the data presented in Table XXXV, 
several results are noteworthy. First is the relative lack 
of relevant comments made by patients; only 65~ commented 
compared to 97% of the families and to 100~ of the health 
professionals. Second, excluding from the analysis all 
respondents who did not make relevant comments, it is clear 
that patients were somewhat more likely to comment only on 
physical care needs (27~) than were families (16%) or health 
professionals (0%). 
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The amount of missing data for patients combined with 
this result could indicate the greater salience for patients 
of their physical needs and/or patients' lack of awareness 
of the possibility of getting their non-physical needs met 
by the health professional. One patient commented, for 
example, "The Y ..... ll"~SeS are wonderful--they atterld tel all YCII.lr 
<physical} needs: they feed you, they clean your bed, and 
they give you your pills if you're in pain. What else is 
there to say?" It is clear from the comments of several of 
those who mentioned physical care needs only, however, that 
there is "physical care" arid then there is "physical care;" 
specifically, these respondents noted the need for physical 
care ~i1b_£Qm2~§§iQn, physical care that is done gently. 
around like a piece of wood ••. The treatment I got this 
One patient whose comment was classified as advocating 
a holistic approach explained that he felt it was very 
important for doctors and nurses to talk with patients: 
It helps you out a lot, the doctors and nurses both. 
Especially if the ~Q£iQ~ sits down and talks to you 
a few minutes; that gives you quite a bit of relief, 
you know. You feel like you're close to him, you 
know. 
Another patient felt that health professionals could not be 
~~2§£i§~ to meet patients' psychosocial needs, but this 
would by nice in an ideal sense: "Oh, we can't expect them 
to do that--they have too much to do; it's appreciated if 
they do. Once in awhile, they stop in if they have 
time .•. II 
Common within the responses of families, as well as 
some of the patients whose comments w~~e classified as 
advocating a holistic approach, was the emphasis on 
"encouragement II of pat iel'"lts, the be lief that heal th 
professionals should lel'"lcclurage" the patiel'"lt. 
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A third interesting result is the fact that literally 
all health professionals noted that the provision of 
holistic care for terminally ill patients is ideal. What 
should be pointed out, though, is that holistic care appears 
definitely to be only an i~§~!, not an accomplished fact. 
Comments by several health professionals included statements 
noting that nursing is oriented to the provision of physical 
care and is task-oriented, that nurses are not trained to 
talk to patients, and that there is a need for health 
professionals to learn that physical care is not the most 
important thing: that physical care is important for 
comfort, but there is a need to recognize patients' social, 
emotional, and spiritual needs. 
Fourth, the data summarized in Table XXXV reveal that 
there appears to be little relationship between the type of 
program (conventional or hospice) the respondent represents 
and whether he or she is more or less likely to note the 
need for health professionals to address psychosocial needs 
as well as physical needs of terminally ill patients. 
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Finally, a note is necessary concerning those respon-
dents who made comments which were classified as indicating 
an expectation for holistic care but which focused not on 
~Q~b physical and psychosocial care needs of patients, but 
2D!~ on psychosocial care needs. The patients and families 
who made such comments were not experiencing physical pain 
or other physical symptoms which could have been controlled. 
As one family member noted, her mother did not at that time 
need physical care; she needed someone to talk to. This 
family member was frustrated that this need alone could not 
be met: "I understand that in <home care program), you 
can't have ~y§~ a social service person unless there's also 
nursing care going on, and I don't think that's fair; she 
doesn't n§§~ nursing care at this point. " This comment 
appears to illustrate that this respondent (a) drew a clear 
division in role responsibilities between nurses and social 
workers, and (b) had a lack of expectation, or understand-
ing, that nurses as well as social workers can meet 
patients' psychosocial needs. This same respondent, 
however, noted that the nurses in the hospital had special 
training in meeting some of the family's needs, such as 
those for emotional support and for information. Two health 
professionals, both in conventional programs, also noted 
only psychosocial needs. It seems likely that these persons 
assumed patients' physical needs would be met, but wanted to 
focus attention on the psychosocial needs of patients. 
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1~Qi£2~Q~_g~~ __ ~~i~_Qf_g~~g 
The data with respect to this i~dicator were a~alyzed 
at two levels. The first level exami~ed patients', family 
members', a~d health professio~als' interviews to determine 
who respondents felt should constitute the unit of care: 
solely the patie~t (left pole, or pole 1), or the family as 
well as the patient (right pole, or pole 2); that is, 
whether or not a~y mention was made of the desirability (in 
an ideal or actual sense) for health professionals to 
address any of the needs of the f~mi!~ in addition to those 
of the pat ient. The second level of analysis exami~ed the 
particular types of family members' needs that were 
mentioned. The categories of needs were determined 
empirically through scrutiny of the relevant individual 
responses. 
The rationale for employing the second level of 
analysis derived from a curiosity about the results from the 
first level of analysis, particularly with regard to the 
health professionals' responses. As will be described 
below, nearly all health professionals espoused the 
desirability of treating the family as the unit of care 
(e. g., "deali1'lg with families," or "rneeti1'lg families' 1'leeds, 
too"). The responses of health professi':'1'lals wot~king i1'l 
hospice programs versus those of professionals working in 
conventional programs, however, appeared to differ 
considerably in detail. 
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The data for this indicator were those received in 
direct response to a particular question about the needs of 
families ("What would you tell a g~'oup of medical and 
nursing students about the needs of the family of people who 
are very sick?") as well as other commerlts v.:tII.Lnteered 
throughout the course of respondents' interviews. One 
item of the checklist administered at the close of the 
interview pertained to this issue as well. This item ask.ed 
respondents to indicate how much it mattered to them that 
"services be prclvided fClr fami I ies as well as for pat ierlts. " 
Unfortunately, the te~'m "services" c,:,nfused a y .. _unbe~· clf 
respoYldents, especially pat ients and fami I ies. "Services" 
appeared to connote financial aid or assistance, for 
example, to some lay people, who then qualified their 
'" 
answer, saying such services should be provided "only if 
necessary," or "only if they're down and Clut." Only thc,se 
explanatory remarks to this checklist item that clearly 
pertained to an expectation that families' needs either be 
met or not be met by the health professional were classified 
here. 
Respondents who listed needs of families that they 
felt health professionals had met or should have met were 
classified as indicating the family as the unit of care. 
Respondents who specified that only the patient's needs 
should be attended to were counted as indicating the patient 
as the unit. Respondents who made no relevant comments 
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either way were placed in the "rio relevant ce,mment/missing" 
category. 
Concerning the second level of analysis performed, as 
indicated earlier, several types of needs of family members 
with terminally ill relatives were identified. 
Specifically, eight types of needs were identified, 
including the needs for: 
(1) emotional support, including talking, listening, 
hugs, being there, comforting and encouraging the 
family, helping them to accept, adjust to and cope 
with the patient's death, helping them to accept 
the patient's care situation and not feel guilty 
(especially if the family felt they could no 
longer afford to keep the patient at home and had 
placed him or her in a nursing home or hospital); 
(2) resolution of family conflicts, including opening 
up communication channels between the patient and 
the family, or between one family member and 
another, so they can be a support to each other; 
(3) information on the patient's condition and 
treatment, and instruction as to how to help the 
patient physically; 
(4) information on and/or assistance with practical 
matters and available resources, such as making 
funeral arrangements, getting financial help, 
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getting needed equipment, helping the family make 
decisions; 
(5) acknowledgement of the family's presence, showing 
of some interest in and concern for the family; 
(6) respite care, rest, a break, to take time for 
themselves to assure optimal physical 
fllY'ICt ion i ng ; 
(7) bereavement care, followup support (after the 
patient has died) 
(8) geY'leral "help" (and other commeY'lts too general tel 
classify, such as "the family is included," "the 
family is treated," "the family is as important as 
the pat ient") • 
The following paragraphs report the results by 
respondent group: patients, families, and health 
professi oY'lal s. 
fot~m. 
Table XXXVI presents the results in tabular 
As noted in a previous section, 
many of the patients interviewed as part of this study were 
in the very final stages of their illness and were extremely 
weak. As a result, some questions were not asked. Among 
the questions typically not asked when patients were tiring 
were this one about the needs of families and the several 
items compriSing the checklist. Of the nine patients in 
conventional programs, eight had missing data for this 
indicator: three patients were not asked this question, 
lAKt:;. xXXVI 
INDICATOR 2B: UNIT OF CARE 
SUMMARY OF RESPONSES 
BY RESPONDENT GRUUP 
PATIENTS FAMILIES HEALTH PROFESSIONALS 
IConventional Hospice TOTAL IConventional Hospice TOTAL IConventlonal HospIce TOTAL 
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TABLE XXXVI. Contlnued 
* Described here are the types of needs ot families mentioned by those 
respondents who Indicated the family, not just the patient should be 
the unlt of care. The number of respondents whose responses are 
summarized here, then, equals Line 2 under VOLUNTEERED RESPONSES, 
"Family As Unit Of Care." The numbers do not sum to the number in 
LIne 2, however, due to multiple responses by respondents. 
**"Adj X" refers to the adjusted percentage; that is, the ratio of the 
number of people who mentioned thlS need to the total number of 
persons who lndicated the family was the desirable unit of care. For 
example, three out of the six patients (50X) who indicated the family 
is the deslrable unit of care described emotional support needs of 
families. 
***Included here are the persons who volunteered no relevant comments as 
well as those who Indicated the patient is the deSirable unit of care. 
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four did not appear to understand it, aY"ld oY"le respoY"lded, "I 
don't know." The one pat ient who both respoY"lded tel the 
question and who seemed to understand it said, "They need 
help for themselves and friendship." In the second level of 
analysis, this response was classified in categories 8, 
"emotiorral suppclrt" arid 1, "general help". 
Five of the eight patients in hospice programs 
either indicated in the course of their interviews that they 
felt some attention should be paid by health professionals 
to the needs of family members or listed one or more ways in 
which the staff had helped their family, which they 
appreciated. A sixth patient discussed financial concerns 
he had for himself and his wife (a response not classified 
here, as it did not relate to the role of the health 
professional), and a seventh patient did not understand the 
question. The eighth patient noted that his kids were 
"grown up and married," and that he felt there was not much 
that could be done for the family by the health 
professionals. This patient's response was classified as 
indicating the patient only as the unit of care. 
Five hospice patients, then, perceived the family as 
the desirable unit of care, while one patient felt health 
professionals could be of little assistance to families. Of 
the five who noted types of family needs, two described 
families' needs for emotional support (category 1: the 
staff should "make sure they make themselves available to 
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take and communicate with the family"; health professionals 
should "go to visit or call the family arid talk tc, them"). 
Three made comments that indicated the family's need for 
interest and concern for them to be shown (category 5: 
" ••• showing you have sympathy for the family," "place 
yc,l.lrsel f there;" "the set~vice they have het~e where they ta~.e 
my wife back to her apartment after she visits me is a 
wonderful thing .•• and they get her coffee while she's 
here") • One pat ierlt suggested that staff "give fami ly help 
fc,t~ the care of orles that are sick" (category 6: respite) , 
and two made comments about general needs for help (category 
8: "19 m very cc,rlcerrled that my wi fe has proper care because 
she has many needs;" and "Ask what you carl do to hel p the 
family"). 
~QffiQ§~i§Qn_Qf_gQnygn~iQn§!_8n~_~Q§Qi£~_E~~i~ni§· 
Given the large quantity of missing data for patients in 
conventional settings, it is not reasonable to compare the 
responses relevant to this indicator of patients in 
conventional programs with those of patients in hospice 
progrartls. 
Of the 20 family members 
of patients who were or had been in conventional settings, 
15 (75~) indicated ways in which they as family members had 
been helped or could have been helped by the staff (coded as 
"family as urlit of care"). 
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Among these 15 family members, the type of family need 
mentioned most frequently was that for emotional support and 
encouragement (53~), illustrated by the following response: 
When they came, they not only visited with him and 
tended to his medical needs and requirements, but 
they visited ~§ on a friendly basis. It was Just 
wonderful to have them to talk to. 
This need was closely followed by that for information and 
instruction regarding patient care (47~): "Explain tel them 
what is happening to their loved one ••. explain what kind of 
a night he's had ••• explain frightening events so they are no 
more frightening tharl necessary;" "Give suggestiorls to 
fami ly as to how they can hel p." The Yleed fClr i Ylterest i rl 
and concern for the family, and for understanding was 
mentioned by 27~ of the family members in conventional 
settings: "Be understaYlding of the family; know it's a 
terribly hard thing;" "Be irlterested irl the family, 
recognize them; include them and treat them like they would 
want to be treated if the positions wet~e revet~sed." Five 
family members (33~) mentioned the need for information on 
resources or for assistance with practical matters, and four 
family members (27~) mentioned families' need for a break or 
respite, or help in caring for the patient, such as this 
family member: 
The last day, or the day before, he went to the 
hospital, I looked so exhausted that the home 
nursing girls suggested that someone come out and 
get him ready to go ••• it was a big help because I 
was getting pretty down, physically and mentally. 
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The average number of categories of need mentioned among the 
15 families was 2.07. 
Seventeen of the 18 family members of patients in 
hospice programs indicated some type of need of the family 
that was or could have been met by the health professionals 
(classified as "family as unit of care"). 
respondent made no relevant comment. 
The remaining 
The most common categories of need mentioned by these 
17 family members included those for emotional support 
(71~), information on resources and practical assistance 
(47~), for understanding of and interest in the family 
(47~) ("The family really Y'leeds help; it's hat'd fot' some of 
the people there <staff) working with (the patient> to 
understand what the family is going through; a lot has 
happened to us"), for "hel p" in gerleral (41~) ("They always 
assured me that if there was any way they could help me, 
they would"), al-Id for infot'mation OY'I the patierlt (2'3~)' 
While mentioned by only two family members of patients in 
hospice programs, one person had a particularly wrenching 
comment about the need for respite for the caregiving family 
member: II I feel becal..lse of my father~ sill ness, my mother 
died, at age 46. She had not been a sickly person; she was 
a victim as much as my father. Somebody should have stepped 
i 1'1." The average number of categories ment ioned was 2.65. 
~QmQ~~iaQn_Qf_E~mil~_~~mQ~~§_In_~Qn~~niiQn~l_~~~§~§ 
More hospice family members made comments 
302 
relevant to this issue of the appropriate unit of care than 
did conventional family members (94~ compared to 75~). 
Among the family members mentioning particular types of 
needs, hospice family members mentioned a slightly greater 
number of categories of need per person (average 2.65) than 
did conventional family members (average 2.07). 
Seventeen of the 19 health 
professionals interviewed who were working in conventional 
programs volunteered comments with respect to the 
desirability of treating the family as well as the patient, 
and meeting the needs of families. All 17 felt families 
were the unit of care. 
Among these 17, only two catego-ies of need were 
mentioned with great frequency: the need for emotional 
support (mentioned by 94~ of those describing particular 
fami ly l'"leeds) al'"ld the l'"leed for "help" c.r "treat,"'ent" in 
An example of the latter category is: "We 
sometimes spend more time nursing the families than we do 
the pat i el'"lts". The former category is illustrated by this 
health professional's response: 
The family Yleeds suppc.rt. I say this becal..lse I've 
reached out for them and they seem to sigh in 
reI ief; theil"" whc.le body relaxes. It's hard fe.t" 
them to initiate. I can be more objective; I~m an 
outsider. They have a fear of being a burden to 
their family member {the patient> or they don't 
really want to acknowledge death. 
An example of the third most prevalently-mentioned 
type of need, that for information on resources and for 
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practical assistance (21%), came from a physician, who noted 
that families need information about what to do with the 
body and how to make funeral preparations: 
It's very easy to avoid the problem, because they're 
not going to ~§~ for that information, and if you 
don't volunteer it, everybody will go away ••• It's 
not that it won't work out; it will, ultimately. 
But it could work out better, and be a better 
experience if someone would volunteer this 
information ••• The level of information is so poor 
that they don't even know what questions to ask, and 
unless you tell them about this, they won't ask .•• 
The average number of categories of need mentioned was 
2.24. 
All (n=20) of the health professionals working in 
hospice programs volunteered comments that indicated the 
importanc~ for quality terminal care of treating the family 
as the unit of care, that is, of addressing families' as 
well as patients' needs. Among the most frequently 
mentioned categories of need by hospice professionals, as 
was true for professionals in conventional programs, were 
those for emotional support (85%) arid for "help" in genet~al 
(55%) . Several other =ategories of need, too, however, 
received a number of mentions, including those needs of 
families for bereavement services and followup after the 
death of their relative (55%); the need for information 
about available resources and assistance with practical 
matters (40%); the need for information about the patient's 
condition (30%), and the need for respite (30%). The 
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average number of categories of need mentioned by hospice 
staff was 3.25. 
All of the professionals in both types of 
programs, conventional and hospice, seemed to feel that the 
family was the appropriate unit of care when the patient is 
terminally ill. Professionals in hospice programs, however, 
seemed to have a greater depth of understanding of families 
of terminally ill patients and their needs, or at least to 
attribute more needs to families; these professionals 
mentioned a larger number of categories of family need on 
average (3.25 compared to 2.12). 
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This indicator identifies respondents' ideal 
expectations concerning the availability and accessibility 
of health professionals to the patient or the family. 1 
Table XXXVII summarizes the findings of the interviews with 
patients, family members and health professionals. The top 
portion of this table identifies the number of persons in 
each group who made any relevant comment, advocating in the 
ideal sense either limited availabilty or unlimited 
availability. The bottom portion looks at those comments 
which indicated immediate availability was the respondent's 
ideal and classifies them as to type of response. 
Some ~larification is required with respect to the 
pClle called "Cat~e Not SCI Available" i\'", the Table. This p.:lle 
refers to expectations that availability of care by health 
professionals be limited. As might be exp~cted, very few 
respondents actually advocated limited availability of 
health professionals. In fact, as shown in Table XXXVII, 
the comments of only two respondents were classified as 
in~icating such a preference. Both of these respondents 
were, somewhat surprisingly, family members. One wClmar, 
1 
Sevet~al respe'Y'ldeY'lts corllrllented on availability <;:If carE' 
in conJuction with the cost of care or the patient'~ and/or 
family's ability to pay for the care. Since this issue is 
more a system issue than a role socialization issue, 
however, these comments were not included in this analysis. 
Mention is made of the finding, however, in Chapter VIII, 
Summary, Discussion, and Implications. 
TAbLE XXxVII 
INDICATOR 2C: AVAILABILITY OF CARE 
SUMMARY OF RESPONSES 
BY RESPONDENT GR8UP 
PATIENTS FAMILIES HEALTH PROFESSIONALS 
IConventional Hospice TOTAL IConventional Hospice TOTAL :Convent,onal HospIce TOTAL 
(n m 9) (n c 8) (Nm I7) 1 (n c 20) (n c I8) (N=38) (n c I9) (n-20) (N~39) 
AVAILABILITY OF CARE n;: n i(. n ;: n ;: n ;: n ;: n ;: n ;: n % 
-------------------------1----------------------------------1----------------------------------:----------------------------------1 
Care Not So Available co 0;: o 0;: 0 01..1 o 0%' 2 11% 2 Stool (I (1% (> (1% (I (I/. : 
Immediate Avail.b1lity 4 44% 6 751. 10 59%1 17 85% 14 78% 31 82%1 18 95;: 16 80;: 34 87%1 
No Relevant Comment 5 561. 2 251. 7 411..: 3 15'l.. 2 11% 5 13%: ~% 4 201.. 5 13%: 
-------------------------:----------------------------------:----------------------------------:----------------------------------: 
TYPES OF RESPONSE& • n Adj •• n Adj n Adj n AdJ 
GIVEN % ;: % t. 
1 
Things done promptly; 4 100i'. 6 100;: 10 100;:1 13 76% 
Chec.~ 1 ng as requested 
or necessary (nurses) 
ND available, visiting 251. In. 2 20i'.; 10 59% 
or checla ng as necess.: 
: 
24 hour ava1lab1lity otl <) (IX 2 33,. 2 20%: 3 18% 
profess10nals 
------ Avg Avg Avg Avg 
II Of Categories 5 1 .. 25 9 1.5(1 14 1.40 26 1. ~3 
Ment10ned 
No Relevant Comment ••• :; 56% 2 251. 7 41 I.: 3 15(, 
• Described here are the types of responses given by respondents who 
expected prompt avo" 1 ab 1 11 t Y of care. lhe numbers do not sum 
properly, however~ due to multiple responses. 
•• IIAdj i'." refers to the adjusted percentage; that is, the rat10 ot the 
number of people ~ho gave thIS response to the total number of 
persons who expected, 1deally, prompt ava11ab,I,ty of care . 
••• Included here are the persons who volunteered NO relevant comments as 
well as those who UID NOT eMpect prompt care ava1labil,ty. 
n Adj n AdJ Adj Adj Adj 
% % % % % 
9 64% 22 71%: 17 94;: 13 81% 3(> 88%1 
7 50%. 17 5'5/.: 61. 3 191. 4 12,.: 
5 36% 8 26'l..: 2 II,. 4 251. 6 18%: 
Avg Avg Avg Avg Avg 
21 1.50 47 1.52 20 1.11 20 1.25 40 1. 18 
4 221- 7 18%: 5% 4 20i'. 5 131.: 
c..) 
o 
(fl 
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stated that she felt the home health nurses had come ~QQ 
often. The other woman reported that her husband had wanted 
to hold theoretical scientific discussions with his home 
health nurse, and that the nurse simply did not have time 
for this, nor did this woman seem to feel that the nurse 
~hQY1~ have time for this, even ideally. As will be seen in 
the following paragraphs, other respondents, too, made 
comments acknowledging and even sympathesizing with nurses' 
or physicians' actual lack of time, but their i~~§l appeared 
to be that the health professional be more available to 
them. 
About 60~ of all patients interviewed commented about 
health professionals' availability to them. All but 13% of 
the family members and health professionals made relevant 
comments. This aspect of care, then, appears to be a 
particularly salient one. 
To obtain a better picture of what types of comments 
were made that indicated a preference for health 
professionals who were immediately available, a 
subclassification scheme was developed based on an empirical 
analysis of the data. Those comments made by respondents 
who felt that, ideally, health professionals should be 
immediately available were of three types: those indicated 
that (1) health professionals (nurses and aides) should 
check regularly and often on patients, and they should 
respond and/or do tasks promptly when called or requested; 
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(2) the patient should be visited and checked on regularly 
and often specifically by his or her (or any) physician; and 
(3) health professionals should be available and accessible, 
in person or by telephone, 24 hours a day. 
The category mentioned most frequently by all three 
respondent groups was the first; each of the four patients 
who made relevant comments gave a response of this type, 
as did nearly all of the health professionals and about 
three quarters of the family members. 
commented, for example: "There's noth i I'",g w.;) ... ~se thal'"l tc. be 
in pain ~§iting; I have to go up there (to the nurses' 
stat i.:.r,} tc. get al",ythir'g ••• This bl.lzzer dc.esr,'t help. I get 
bettet~ service at night;" "They're right there--anything I 
Y"leed, I get;" "They sh.;)uld wait or, Y':".l when yc.u warlt the 
bedpan;" and "R lot c.f thir,gs you can't get dc.rle right now." 
This last patient was reluctant to complain, though: "Why 
should I be the big cheese? They've got a lot of other 
pat i er,ts arc.und het~e." 
Family members' comments included: "They should come 
as sc.c.r, as they car, wher, he rings the bell;" "It's neglect--
she sits on the bedpan for 45 minutes; this is ridiculous. 
She can leave the light on: no response;" " <Quality care 
is) availability of prompt help; somebody to answer that 
light;" and "If she waY"lted a dl"~ird·<. c.f water, she'd have tc. 
wait an h.;)ut~." Rdditic'Y"lal, l.:.rlget~ and more t~evealirlg 
comments are the following: 
When patients ring the buzzer, it should not remain 
unanswered for 10 to 15 minutes .•• I recognize the 
poor hospitals and nursing homes have their hands 
full trying to staff their places, but nonetheless, 
somehow there must be a solution to that; 
There were times when I'd go, and I don't think 
anyone had been in to check on her. Her eyes were 
secreting, her face hadn't been washed. That could 
have been better. They could have checked her 
more •.. Sometimes they were very short-staffed, but 
you can't expect a great deal. There are not much 
better circumstances. Turnover is high, and they're 
underpaid; competent help is hard to find. 
At (hospital) she wasn't looked after close ••• It's 
Just that everyday care that she got wasn't up to 
par, I don't think •.. they didn't look after her 
quite as £lQ§~ as they did here (hospice). 
They were all so rushed; she was not the only 
patient •.. The nurses don't have time to take care of 
their patients more because they have to make these 
awful reports ••. they have to sit down sometimes for 
half an hour, an hour, an hour and a half Just to 
write out some type of report. 
This same man also commented: 
They used to drop in at times. Well, they wouldn't 
if ~§ were there .•• they didn't particularly worry 
because they knew if anything was going wrong, we 
would call them. But I'm assuming that if we 
wouldn't have been there, how often would they 
go? .• Sometimes when you have a case like that, iF 
someone is there, fine, but if no one is there, how 
long would that person be in that predicament before 
someone came in to look and §~§ if there was 
arlythirlg wr.::.ng? 
Another family member was similarly concerned: 
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be neglected at times because of the family's being here--
when they're short-handed, not coming in to check her as 
.::.ft el .... II 
What is striking about the comments of the family 
members is their reflection of the negative experiences the 
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respondents have encountered. In ¥act, most of the comments 
were negative, albeit some were also sympathetic to the 
plight o¥ the nursing staff. There also were some positive 
comments, such as these: "Every t irne we wCluld go there 
{hospital}, they were Just coming in or going out of the 
room; we Just felt they were really taking good care of 
him; II arId "The nl_lrses wOI_tld n§~§!: say they we~~e too busy. II 
The comments of health professionals that were 
classifed in this category focused on the amount of time 
that health professionals had to adequately perform patient 
care tasks and, in some cases, to talk to their patients. 
(These latter types of comments were also classified in 
Indicator 2A, Scope of Care--physical only, or psychosocial 
also.> Health professionals' comments, as did patients' and 
families', frequently indicated a great amount of disparity 
between the ideal and the real, or actual situation. 
Frequent mention was made o¥ the lack of an adequate number 
of staff. Another factor contributing to the o¥ten less-
than-desirable amount of time health professionals had to 
spend with patients was, as noted by the ¥amily member 
above, paperwork and document ion. A third factor was 
discomfort with terminally ill and/or elderly patients. 
Examples of health professionals' comments with 
respect to this subcategory are: 
Terminally ill patients need more time, more 
care .•. Certain things have to be done in a day, and 
you can't foresee everything .•• It makes a person 
feel unimportant if you have to look at your 
watch ... And families get annoyed with nursing staff 
for being so busy and conveying this to the 
pat ient. 
The terminally ill have such a fear of isolation~ 
abandonment; it is critical that we be there, 
caring, holding their hands, whatever. 
Unfortunately, time is a problem. Getting through 
treatment comes first; ib§c you can talk if you have 
time. 
Being so shorthanded; ~QY try to give a bath to 12 
people in a day ••• Vesterday I had six patients, and 
we did ~Q much. I felt so good; I went home with 
the neatest feeling. A lot of times I go home and 
cry because I can't get the work done. 
Forever the staffing office will tell you that "Hey, 
yOl..l have 20 pat ients, you get th is many nurses." 
AYld forever, I wi 11 say, "Hey, we have cancer 
patients; we need more nurses, you know. We don't 
have patients that are up and out of bed walking 
down the hallways, you know. These patients are 
much sicker, and they require emotional time, and 
it's difficult to convince people that, you know~ we 
actually spend time sitting doiwn talking to people. 
And it's difficult <for the staffing office> to see 
that that is relevant or feasible. 
Before we started the hospice team, we'd do some 
psychological and emotional support, but we didn't 
have much iimg. Our hospice nurses make about three 
visits per day; the regular nurses make about five a 
day. 
I finally feel for the first time since I got out of 
nursing school that I'm giving the type of care that 
I was trained to, because in nursing school you have 
to do such a small patient load that you're almost 
there constantly with them ••• On the other units I've 
been spread so thin that you Just give what you are 
able to give--and that's Just the basics. 
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Sometimes you don't have enough nurses, like if two 
patients are dying at once ••. and you haven't been 
able to be as supportive as you would have liked to 
have beeYI. 
Additional relevant remarks made were: "Barriers to good 
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care are time and money; we don't have enough staff now; if 
we had mo~'e mcmey we cc.uld hire mc.t'e people;" I wish we 
could decrease the amount of paperwork for staff, but this 
is not realistic because we have to document it if we're 
going to be paid for it;" "I do wish our visits {home 
health) could be longer--they average one hour •.• I wish 
there was sc.me way we could leg it imately do it;" and "When 
you're understaffed, you cannot give a patient proper 
care .•• Quality is caring for what the needs are ~ig~t_~b~n 
Finally, the following comments addressing avoidance 
behaviors of health professionals toward the dying and the 
01 d were rnade: "Sometimes we feel discomfort {with 
terminally ill patients) and will go in quickly and not take 
extra time;" "In a hc.spital, I have worked with people who 
couldn't face dying patients, who avoided going in the 
room;" aYld the followiY"lg two respoYlses: 
In some settings, old people are ignored. I know a 
doctor who will make an order for vital signs every 
two hours so the patient will get seen every two 
hours; otherwise they won't. 
The dying patient tends 
bit, because either the 
able to cope with that. 
be more attuned to that 
often with the patient. 
to be shunned away a little 
staff or the family is not 
And I think here we tend to 
and hopefully are there more 
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Turning to the second subcategory of availability, 
physician availability and checking, as shown in Table 
XXXVII, two patients, both in nursing homes, gave this type 
of respc.r,se. Orle rioted, "No doctclr has seen me here; the 
nut~se was sl.IPPclsed tCI contact him; nothing's corne of that." 
The other said, "The dO::lctor cClmes vet'y seldclm; there's 
nothing he can do." 
Among family members, the availability and 
accessibility of the patient's physician was a large area of 
Some of their comments include: "The physiciar. 
was very attentive while he was in the hospital; when he 
carne here (nursing home>, the doctor hardly came to see 
him at all, aYld that frustrated him a bit;" "Our own doctor 
has atter.ded to her needs wherl called upon;" "Both his 
physician and his surgeons called on him often;" "Dr. 
was very accommodating; he came by the house several times; 
he I ived close by;" "Dr •. ___ said he would visit at the 
nursing horne, but later he said no, he doesn't visit nursing 
hCIMes;" "Our doctor cc.mes once every few weeks; there should 
be a medical staff b§~§ to keep a weekly check on 
(patier.t>;" "I don't thiy.k she would have got pneumoyda if 
she'd been watched over by her doctor;" "(Patient> had a 
reaction in the middle of the night, and Dr. carne right 
away; 01 and 
Since the discharge from the hospital, we haven't 
seen him (doctor> ••• I feel like we've been left 
darlg I i rig. I feel reseYlt ful that he hasn't been more 
helpful •.• His office is right across the parking 
lot. 
The <home health) nurse and I took turns calling 
this hematologist. She was the first to call, and 
the receptionist said he'd come out. Then b~ called 
and said there was no way he could come out to the 
east side, and that when he agreed to come out he 
didn't realize where she lived ••• He dropped it 
completely ••• Our original internist came out on his 
lunch hour, and he took care of <patient}, and he 
was very comforting. 
I had to call him <doctor} for two and a half days, 
and he finally got back to me. I respect that his 
practice probably is sizeable, but I wish there 
could be one person who could sit down and answer 
our questions for us--a doctor; that's the doctor's 
type duty. 
Only four health professionals, three in hospice 
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programs and one in a conventional program, gave a response 
within this subcategory. The health professional from the 
conventional program noted a case in which care had gone 
badly because "the pat ieY"lt didn't have a doctor whc. had 
followed his care." The commeY"lts of professionals 
representing hospice programs were: "Many staff and 
physicians feel nothing more can be done, and so they spend 
less time; we dC'YI't dc. this;" "Unfc'rtuYlately, we have nc. 
staff physicians here;" "We may have trouble getting 
physicians to remain involved." 
Around-the-clock availability of care, the third 
subcategory of availability, was important to two patients, 
both in hospice programs. As one patient said, "The nurses 
thet~e stood by me day and Ylight." 
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The family members commented: "There's constant 
staff--in the hospital, she can get the best help as soon as 
she l'"leeds it;" "Here <hc.spital>, if he has any problem at 
all, he kY'lows he's gc.t prc.fessic'Y'lal help immediately;" "The 
<home health) nurse told us we could call her anytime, day 
or night, Saturdays or Sundays, or anytime during the 
week ••• We fi nally did call her orl New Year's Eve ••• ;" "No 
matter ~b§~ time, day or night, they're on call--that's 
pretty wOY'lderflll;" "M,:'m was iY'lsecure after being at the 
hospital for four weeks and then to go home without a nurse 
ri ght there at your fi nger. .. Th is farlli ly member ultimately 
took her mother back to the hospital, where her mother 
relaxed immediately. 
Six health professionals (two conventional, four 
hospice) mentioned 24-hour availability of care as an ideal 
Examples of their comments include: "We're 
not operating 24-hour call--we haven't found it necessary; 
but we ~Q have an answering service around the clock;" "What 
gives patients the Most security is knowing they can call 24 
hOI.lrs a day;" "Twenty-four hour call is one of the best 
things available, because when something happens at home, 
there's always someone the family can call who ~nQ~§ the 
person; they know the nurse will come, Y'tight or day." 
In sum, it appears that patients, families, and health 
professionals alike hold the ideal expectation that health 
professionals respond to patients promptly when called, 
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check patients frequently, and otherwise spend time with 
patients. The actual situation, however, appears to be one 
where health professionals often are rushed and unable to 
spend adequate time taking care of their patients. Some 
families feel their presence means health professionals do 
not check on the patient as much as they might otherwise. 
Terminally ill patients are reported to take more of the 
health professional's time, due to their increased physical 
care needs and to their emotional care needs. Visits by the 
physician, especially when the patient is at home or in a 
nursing home, but sometimes when in a hospital, remain 
important, despite the patient's terminal status, especially 
as reported by family members. And twenty-four hour 
availability is regarded highly by family members and 
patients, particularly where the patient is being cared for 
at home. 
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Ingi£~~Q~_~8~ __ ~~~~_8QQ~Q~£n 
As described in Chapter VI, Analytical Model, this 
indicator examines whether the ideal expectation is for care 
to be generally or individually oriented. That is, under 
scrutiny is whether the ideal role expectation is that the 
treatment given to a patient by a health professional should 
be (1) essentially the same as that given to all patients 
(generalized care) or (2) tailored to meet the particular 
needs of each patient (individualized care)? Table XXXVIII 
summarizes the responses of respondents as they relate to 
this indicator. 
As shown in Table XXXVIII, only one respondent 
indicated an expectation for generalized care, for basically 
the same care or treatment to be received by all terminally 
ill patients. This person, herself a patient, stated, 
"They've got a lot of other patients around here; why should 
I be the big cheese?" All other respondents, regardless of 
program, either expressed an expectation for individualized 
care or made no relevant response. Respondents in hospice 
programs were Just as likely as those in conventional 
programs to make no relevant comment. 
That only one respondent expected generalized care is 
not surprising; it would have been much more so had a number 
of respondents volunteered such a comment. Interesting, 
however, is the result that the majority of patients in both 
conventional and hospice settings (67~ and 63~, 
TAlllE XXXVIII 
INDICATOR 3A: CARE APPROACH 
SUMMARY OF RESPONSES 
BY RESPONDENT GROUP * 
PATIENTS FAMILIES HEALTH PROFESSIONALS 
:Conventional Hospice TOTAL :Conventional HospIce TOTAL :Conventional HospIce TOTAL 
(nc 9) (ncB) (N=17) (n=20) (n=IB) (N=38) (n=19) (n=20) (N=3-t) 
CARE APPROACH n % n % n % n f. n % n % n % n % n % 
-----------------------1----------------------------------:----------------------------------:----------------------------------1 
1 
ueneralizatlon 11% (' 0% bi.; (I 0% '-' ~)% (. l)'l. : 0 0% (I (l'l. (I (li'. ; 
IndIvidualization 2 22% 3 38% 5 29%1 15 75% 12 67"1. 27 71'1.: 15 79"1. 16 80% 31 79"1.1 
1 
No Relevant Comment 6 67% 5 63% 11 65iU 5 25"1. 6 33"1. II 29%: 4 2t'l. 4 20"1. 8 21%: 
* Percentages may not sum to 100% due to rounding error. 
w 
.... 
CP 
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respectively) volunteered DQ relevant comment. In contrast, 
less than a third each of the family members and the health 
professionals made no relevant comment. Perhaps other 
patients feel as the patient above: that they cannot, or 
should not, expect any treatment other than what is given to 
patients such as they in general. Alternatively, perhaps 
their expectation, whatever it is, is being met, and as a 
result, they neglected to mention it. This possibility 
seems unlikely, however, given patients' resporlses 
pertaining to other of the indicators, in which they 
mentioned both attributes of health professionals they 
particularly liked and disliked. 
It should be noted that some of the responses 
classified as indicating an expectation or preference for 
individualization of care also were classified as one of the 
categories in Indicator lA, Interpersonal Relationship, or 
Affective Involvement. The following comments by patients, 
for example, were considered as descriptive of both 
indicators: "Personal atterlt iCln is the mClst impclrtarlt" 
(individualization of care and category C of Indicator lA) 
and "They all seem to take a persl::onal interest in YCII_I" 
(individualization of care and category C of Indicator lA). 
Examples of responses of family members in conven-
tional programs that were classified here as representing an 
expectation or preference for i~dividualization of care are: 
the heal th professiorlal shcluld "get tel krlow the persclrl;" 
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"they seero to have given her care a gt~eat deal c.f th,:,ught"; 
"the c.rles who take her blirldrless intc. accc.urlt;" "JI_tst having 
someone to call you by your first name, make you feel like a 
des ired persorl;" 
disability;" "adapting to that irldividual's pat~ticulat~ 
needs;" "beirlg noticed and spokerl t.;:. is impctl·~tarlt;" arId 
finally: 
Sizing up the patient as to know what he really 
needs and wants. Some people are gruff. You have 
to decide, "Dc.es he warlt me to bark back or wait orl 
him hand and foot?" MarlY people like t.:. push 
buttons and be waited on hand and foot. It's 
important to pay attention to those coming out of 
surgery. If not, they think they're getting 
snubbed. Say "hi" everl if they d.:.n't rteed it. 
Tweek their toes. Tell them they're handsome, and 
they know good and well they're not. It makes them 
feel good for someone to pay attention ••• 
Comments from family members in hospice programs 
irtcluded: "We all have different rleeds, s.:. if YC'lt get 
approximately a little bit like it, you should feel 
sat i sfied, and that's what we dc.;" "Each c.rle bei rig made t.:. 
feel that they are special;" "They didrl't learn his rlame 
after three months;" "Arlt ici pat i ng their rleeds--that' s 
it!;" "Talk more to the patierlt as arl irldividl.lal, as a one-
on-one person, not as a number on the door." 
Examples of relevant responses of health professionals 
in conventional settings are: "Be able to see the digrlity, 
the individuality of the person, see the person inside, not 
be put off by their physical state;" "Be able tc. read 
people; treat the patient as a person, not Just as a 
diagY'losis;" "We're not as quick t,::. rece'gnize Y'leeds as we 
should be;" "We try te, make every '::'Y'le pretty 
individual. •• every individlJal situati,:,n is differ'erlt;" "G,;:.od 
care is so individualized ••• ! know the terminally ill are 
lumped together all the time, but it Just doesn't work that 
way at all ••• the staff is innovative as well as flexible--
one th i ng de,esn't we'rk for everybody;" "The care is 
ultimately tailored very specifically to the individual's 
needs." 
Examples of relevant responses of health professionals 
in hospice programs are: "Our goals cerltet' arourld what's 
important in ib~i 2§r~Qn:~ care--that might include pain 
control, dealing with their anxiety or fears, dealing with 
the fami ly;" "Really good staff are in t uY'le with uY'lspoken 
needs ••• (they) recognize changes, see something needs to be 
done and do it;" "They should have an ear that's been tuned 
to pick up little cues that the patient or family can give 
them;" "Make them a hUman being, an iY'ldividual;" "The staff 
is willing to put together an individualized package;" "Get 
to ~nQ~ people, their strengths; mobilize the,se sb-engths;" 
"QLlality cc?l"e is tLlY'ling irlto, assessiY'lg the situatie' ..... I, 
meet i ng pat ients where they are?" "We did c.I.lr best tCI make 
her feel special;" "{QLlal ity care is} real examining of 
individuals as individuals ••• ln acute care, you treat the 
disease rather tha ..... ' the person." 
InQi£~~Q~_~8~ __ I~§~~m§n~_§Q~1 
Examined in this indicator are the expectations 
concerning the goal of the treatment received by the 
terminally ill patient: whether the patient is to be 
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treated with (1) a goal of life prolongation in mind or (2) 
the patient's quality and comfort of remaining life in mind. 
Should the focus of treatment be to make all attempts to 
treat (cure) the patient right up to the very end, or should 
the aim of treatment shift to comfort and quality of life 
for the patient? The medical model approach has as its goal 
life prolongation; the hospice approach adheres to a goal of 
comfort and quality of remaining life. 
A review of the responses of ~he patients, family 
members, and health professionals who were interviewed, 
revealed that a decision would have to be made with respect 
what to do with responses indicating that once it was clear 
that a patient "was termiYlal," there was "YlothiYlg mc.re that 
c01.lld be done." That is, some respondents acknowledged that 
cure was not pOSSible, but did not switch the treatment goal 
to one of provision of comfort and life quality. IYlstead, 
they stated simply that "'I"IothiY'lg mc.re could be dC'Y'le. II UpC'YI 
reflectioYI, this optioYI c.f "doiYlg nc.thing" seemed to the 
researcher to be a direct result of the treatment goal of 
life prolongation: when it becomes clear that the goal will 
not be accomplished, '1"10 new goal is adopted, there is no 
change of orientation; the goal (and often, the patient) is 
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simply abandoned. Such responses, then, were categorized as 
indicating a treatment goal of life prolongation. 
Table XXXIX depicts the findings from the responses of 
the patients, family members, and health professionals who 
were interviewed. Over three-quarters of the patients 
indicated how they felt with regard to this issue, which is 
fairly high in comparison with the rate of response to other 
of the variables <indicators> under study. Ei ghty-fc.ut~ 
percent of the families and all but three <about 92~) of the 
health professionals made some comment relevant to this 
issue of the appropriate treatment goal. 
As shown on Table XXXIX, five patients in conventional 
programs felt the treatment goal should be life 
prolongation; they continued to hope for a cure, or at least 
for improvement. One patient noted, for example, that she 
wanted to "get her feet wal ki rig" and "get bettet~." 
felt that a good doctor is "one who gets a cure," and 
although he recognized that he had not been cured, he seemed 
to continue to hope. AYlother pat ierlt said, "They've been 
doi ng all ki Ylds of th i ngs fc.r roe, all ki Ylds of treatment." 
One patient stated, "I guess all I can say is it's a roof 
over my head and a place to exist in ••• I guess there's 
nothing more they can do fc.r me." Only one patient in a 
conventional program acknowledged and seemed to support a 
treatment goal of comfort: 
comfortable. " 
"They tt~y to keep me 
IConventional 
1 (n m 9) 
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Of the six patients in hospice programs who made a 
relevant comment, three advocated a goal of aggressive 
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treatment and life prolongation: "They're doing everything 
they can; my wife keeps saying she has a feeling that I'm 
going to get ovet~ all of this;" "It's very easy to give up, 
arid rnost people do, but they shouldn't;" "I st ill hClpe for a 
cure; they have kept me alive for five years ••. If they can 
go to the moon, they ought to be able to cure cancer ••• My 
main goal in life Y"IOW is tCI walk." This last set~ies .:.f 
statements was rnade by a patient who told the interviewer 
that the doctor was considering severing the nerve to the 
patient's leg, but since this might make walking impossible, 
the patient couldn't decide if it was worth it. For this 
patient, then, pain control might endanger, not aid, quality 
of life. 
The other three patients in hospice programs felt that 
a goal of life quality and comfort was most appropriate. 
Orle of these pat ieY"lts l'~eported that the dc.ctc.rs "tal ked 
rlice" after his operatic.n arid convinced him to have 
radiation therapy. He tried one treatment, found it too 
painful, and said, "No, I waYlt to die ••• " He c.:.rltirlued, "I 
don't like very much the way they tried to get me into 
that ••• It looked to me like I was a guinea pig, an 
experimerlt fc.l'~ them--I was 82 years c.ld." The second 
patient knew and accepted that she had cancer; she had been 
told she had "more tharl c.rle c.r tw.:. morlths" tc. I ive, hc.wevet~. 
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She continued to receive therapy on her arm so that she 
could stay as independent as possible. The third patient, 
who already had lived much longer than the health 
professionals had believed she would live, noted that the 
sc.cial work.er at the hospice "talked tc. me ab'::'I_tt what was 
necessary for me to be comfortable .•• You have to accept it, 
and Just wait for the day to come when you are at the end. 
I th ink I'm prepared; I b.2fH~ I am." 
As shown on Table XXXIX, proportionately more 
families of patients in conventional programs than families 
of patients in hospice programs held life prolongation and 
continued active treatment as their expectation for the 
treatment gClal. Responses classified here included those 
who noted their preference for health professionals who 
lid idYl' t give up," who encoLtraged the pat ieY'lt tel keep tryi Y'lg 
various types of therapies, and/or who were trying to make 
the patient better, which sometimes included forcing him or 
her to eat or drink. Examples of comments made include: 
"No one's given up on here ••• I think they're out to help as 
much as the patient wants help;" "They should give the 
patieY'lt enccluragemeY'lt to go ahead aY'ld try somethiY'lg else;" 
"The medical profession says they have gClne as fat~ with het~ 
as they can, that she's terminal, it's a matter of time; 
it's a question of making her comfortable ••• ! keep telling 
her not to take anybody's word for it, that she should fight 
it through;" "They shcluld keep tryiY'lg, not tCI say it's no 
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use .•• Maybe tomorrow they'll discover something that will 
help them ••• Look what chemotherapy did for him--it gave him 
a whole year when the doctor didn't think he could take it 
more than four months." This same woman went on to say, 
"They should try te.l keep the pain down, stCIp the tumor ft'om 
In sum, comfort needs were recognized, as well; 
the emphasis seemed to be on continuing to treat and hoping 
for a cure, however. Another family member noted that one 
delctor did l:!Qi treat the patient, saying, "Ycll.! know you're 
l"lot goi Ylg to 1 i ve," arid that "from then orl he got wot'se." A 
di fferel"lt fami ly member als.;:t fel t that "i f encc'LIl"aged, (the 
patierlt) might l"lot have givel"l IIp so much. II 
Many of those families who advocated the alternative 
treatment goal of enhancing quality of life al"ld comfort for 
those who are terminally ill similarly did l"lot want health 
professiol"lals to "give lip. Il At the same time, they did rlc.t 
wal"lt the health professional to give the patient or the 
family undue hope; their primary concern at that point was 
the patient's comfort. Several families also commel"lted on 
the transfer of the patient out of the hospital after a 
determination is made that the patient is termil"lal. The 
general feeling was that this either should be done with 
much increased sensitivity or not at all. Exemplary 
comments included: "We want (the patient> to be 
comfortable; that's why we have her here; we can't do that 
at home ••• But you should give them all the encouragement, 
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hope you can, because sometimes there are miracles;" "Her 
quality of life is not good; {still> they should give you 
the idea that she's riot crossed off; II "They should keep therll 
comfortable, stable, but as far as prolonging their lives, 
that's foolish ••• on the other hand, we haven't Just given 
up, either;" "They did everyting they could to keep him 
comfortable; they made it easy for him to slip away .•• they 
didrl' t prolc'Ylg it." 
One family member felt her father's physician had been 
"seriously remiss" irl not telling her fathet~ the impact the 
surgery would have, that it would mean that he would be in a 
nursing home for the rest of his life. She felt that her 
father "was talked irlto the surgery with rio l'~egard for 
quality of life ••• He had been ready to die." Arlother family 
member also described a situation in which she felt 
continued treatment had been inappropriate: 
The nursing home continued to give {chemotherapy> to 
him, and they would not stop on our instructions; so 
we called Dr. and asked him to order it 
stopped, and he wouldn't do it ••• They would force 
him to get up and tie him into a wheelchair, then 
they would leave him sit for an hour and a half at a 
time ••• Dr. ____ kept ordering that he be up twice a 
day, one hour each. And we felt that at that time 
it was ridiculous. Also, they wanted to take him 
into physical therapy then. 
One woman, reported that upon learning that her husband's 
death was imminent: 
I asked Dr. ____ that if death was imminent why was 
he still giving transfusions. He said that in order 
to stop them he would need permission from (the 
patierlt>. I said, "How can he tell Y':'I.!?" He was in 
no condition to do that. So I told him about (the 
patient's> uncle. The uncle who had raised (the 
patient> had been sick. We all prayed for him to 
live. <The patient> flew up to see him. He had 
changed so much, suffered so much that <patient) 
sa id at that time, "Dorl't pray f,::or me t,:, live." Sc, 
they stopped the transfusions. They said they would 
make him as comfortable as they COUld. 
Yet another family member said succinctly: 
To me, the paramount issue is the comfort of the 
patient; therapy should not be forced .•• My wife and 
I were agreed that the only thing we could do was to 
make her life as pleasant and comfortable as was 
humanly possible, and that was our entire aim. PT 
became absolutely useless, and it was given up. 
This same man was one of those who complained about the 
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utilization review process, whereby patients who no longer 
require skilled nursing care are discharged from care: 
Then finally came the big deal which is traumatic 
for the patient and the family. I can see the 
necessity of it, but there ought to b~ a better way 
to handle it. It gets to the point where the so-
called utilization review board at the hospital 
makes an assessment that this is a far as the 
hospital can go, so you've got to get her out. Then 
the family must find a place to provide adequate 
car~e. 
As shown on Table XXXIX, all but two of the health 
professionals who made a relevant comment subscribed to the 
ideal treatment goal of comfort and quality of life for the 
terminally ill patient. Furthermore, all but three health 
professionals (and these three were in conventional 
programs) did address this issue in their interviews. This 
apparent uniformity of response is misleading, however. 
While the goal of comfort was widely espoused, there seemed 
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to be wide variation among professionals with respect to the 
iiming of the switch from active treatment to comfort and 
palliation (control of symptoms). Generally, professionals 
in conventional programs talked of making comfort the goal 
when the patient was actively dying, that is, dying within 
the next few to several days. Professionals in hospice 
programs more often talked in terms of months rather than 
days. 
Of the two professionals whose expectations were 
classified as indicating a treatment goal of life 
prolongation, one (a physician) said: 
That is a point we're adamant about--terminal 
illness does not imply any kind of change in care 
for a patient ••• other than perhaps to improve it, 
such as taking pains to make death and dying as 
comfortable as possible. 
He went on to say that treatment continued, however. The 
other professional, a nurse, said approvingly, "The doctors 
usually don't give up 'til ~§~~ late." 
Responses relevant to this indicator that were made by 
health professionals whose ideal expectations were for a 
treatment goal of com for and quality of life pointed once 
again to differences between ideal expectations and actual 
situations and experiences. Particularly important for this 
study is the finding that several professionals themselves 
admitted to having difficulty accepting the death of a 
patient, or asserted that other professionals with whom they 
worked had such a difficulty: 
I get angry and frustrated, particularly with one 
patient, knowing that he was terminal and really 
liking that patient and not being able to help hiM 
too much other than to make him comfortable, and 
that was real hard for me .•• You know, it's hard for 
a nurse to, not exactly give up on a patient, but to 
actually accept it with a patient that they're 
terminal and that you can't Just do everything for 
them. 
Two nurses noted: 
Physicians, once they know you care, they admit to 
problems dealing with death •.• Nursing is finally 
coming around, doesn't see so much as defeat--we 
feel our goal is death with dignity. 
As long as cure is anticipated, everyone is willing 
to work very hard. As soon as the patient is not 
salvageable, it becc.mes ve.,.~y difficult. It's 
unconscious--attention is less, the staff finds it 
difficult to go spend time. 
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A nurse in an administrative position pointed out that in 
her prc.grarn, 
The non-written code is do not resuscitate. Some 
doctors wi 11 wri te, "Dc. Not Resuscitate" (0)'"1 the 
patient's chart>. Our doctors will not becuase they 
believe that people (nurses, aides, etc.) will say, 
"All right, they're gonna die SCI let's quit taki)'"lg 
care of theM" I as a nurse, and the nurses on this 
floor bel ieve, "Hey, let's dO)'"I' t write them off; 
let's provide comfort, and let's provide 
pall iat iorl ••• " 
A)'"lother )'"Iurse noted that "physicians" are a barrier to 
quality care; "They feel very threatened by the fact they 
don't feel in control ••• Many set unrealistic goals, 
estimates about time left to live." 
Furthermore, several professionals argued that 
patients and/or families, as well, often are reluctant to 
give up active treatment: "Se.rne d oct ors never qui t 
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treating, arid some patients nevet~ give up." An.:.ther health 
professional stated: 
That's one of the differences in American medicine 
versus the British. We're not always able to 
distinguish ••• It isn't Just the fault of the medical 
people; it's the American system. Americans want to 
be treated until the very end ••• I don't see any 
patients refusing another round of treatment. If 
they aren't offered it, they ask for it. So that's 
Just one of the problems. 
The responses of many of the patients and families 
interviewed, as reported above, bear this out. Irl addition, 
one health professional noted that patients hate to 
disappoint their doctor: "The patieY"lt feels bad f.:.r letting 
the doctor dc.wn arid rlc.t gettirlg well." 
Also lamented was the difficulty in knowing the 
appropriate time to change the treatment goal from one of 
active therapy to one of palliation, illustrated by this 
ce'rI1ment: "With this man, we rlever k"l"Iew when we wet~e being 
realistic, such as whether PT <physical therapy> was helping 
.:.t~ pl.lshing him bey.:.rld his capabilities. II The fact that 
methods for eY"lsuring "comfot~t" may be at variarlce with one 
another was noted as well. 
One professional made several of the above points 
herself in describing three of her cases, one in which a 
patieY"lt arid het~ husbaY"ld "fully expected a miracle from Ge.d." 
This nurse \f>Jt:'Y"ldet~ed, "What will this d.:;I t.:;I his t~eligion?" 
the third case, the patient had had three bouts of 
assume that's what ib§~ want--in this case, her husband b~§ 
to feel everything humanly possible was done, otherwise he 
feel you can keep patients comfortable who are starving to 
d2at h. Give them an IV, minimal flow, to keep them hydrated 
Two persons n2i in hospice programs commented 
specifically on the nature of hospice care. Or-Ie said, liThe 
hospice word is a new word we're using, but it's a very old 
they're giving hospice care right now; they're giving 
The following additional comments are illustrative of 
those made by professionals whose responses were classified 
as indicating an ideal expectation for the treatment goal of 
comfort and quality of life: 
With the seriously ill, treatment remains 
aggressive, emotional support secondary; even the 
experience of pain comes secondary to treatment in 
serious illness. With the terminally ill, pain 
control is our primary consideration. 
Our goal is to keep people as independent and 
comfortable as possible, at home ••• There have been 
many medical advances to keep them more 
comfortable ... The quality of life left should be as 
good as you can possibly make it; sometimes that's 
bringing a puppy to the door. 
We OU3ht not to press to hard, try to hard, in my 
~ind, to continue on and on in terms of treatment in 
somebody who has late stage disease, compared to 
someone who has a much better type of prognosis. 
"T;,e"'-apy is used as rlecessary for COfllf':lrt;" "We felt the 
patient was terminal and the doctor didn't agree ••• The 
recommendation that we send the patient to the hospital 
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{from the rlut~sing hc.me} didrl' t seem appr.:opriate;" "With the 
terminally ill, the focus of care is to keep them 
comfortable, free of pain and discomfort, and deal with them 
with the expectati.:.rl that they will corltirlue t.:. get wen-se;" 
"The g.:.al is tel faci I i tate the pat ierlt and the fami ly cClpi ng 
with living until the patient dies, to promote comfort 
meaSUt-es arid adequate fned ical supervisiorl;" "With the 
terminally ill, we don't push them ••• But in this one case, I 
think it was medical mismanagement; the physician's attitude 
was that she's old, she's dying;" "Our gelal is tel assist 
the person to maintain the things that make their life worth 
living and to realize and minimize things that make their 
life miset-ablej" "If you don't address comfort needs, it's 
almc.st silly to address anythirlg else." "orle bat-rier is 
physicians' not accepting their patient's treatment is not 
working, the patient's cancer is not going to respond, that 
plans for symptom control rather than tumor control must 
pet-vade." At the sarlle tiflle as desct~ibirlg his goal arid that 
of the program as to provide comfort, a physician described 
the case Ctf "a lady wht:t lcu:t\-<.ed 1 il-<.e sl,e was dyiY"lg, bl_lt 01'"1 a 
quick exam, I found simple treatments, like cleaning up a 
mouth infection, treating her confusion, depression, that I 
t~ough would improve her life by days; now it's six months, 
He seemed to be saying that 
hope should not be given up. 
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Role expectations with respect to pain control 
practices to be followed by health professionals in the care 
of terminally ill people are examined in this section. 
Expectations concerning pain control practices that are 
indicative of the medical model are those for pain 
flledicatiorl te. be given 0l"1 al"l "as rleeded" basis, that is, as 
is felt necessary by the health professional or as requested 
by the patient. Those holding expectations of this type 
are those likely to be concerned about narcotic addiction. 
Expectations consistent with the hospice model are for pain 
to be controlled, generally through the administration of 
pain medication at regular time intervals. 
this latter type of expectation are primarily concerned with 
the comfort and quality of life of the patient, and feel 
that given the limited life expectancy of the patient, 
addiction is not an appropriate concern. 
Among the comments classified here were those that 
were volunteered by respondents when responding to a 
checklist item (item h) that asked them to rate how much it 
mattered that "pain medication is given on a regular basis 
without patiel"lts asking for it." As noted in Chapter V, the 
rating scale on this checklist of several items often did 
not seem to differentiate respondents very well. 
several respondents appeared to have difficulty 
Also, 
understanding the scale. Certain items, too, posed 
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problems; tnis one on pain control is among those items that 
proved problematic. The major difficulty, easy to spot in 
retrospect, is that most respondents were careful to note 
that medications should be given only when pain was a 
problem, only when such medications were truly necessary. 
As noted by some health professionals, pain is a problem in 
only 50-60~ of terminal cancer patients. Furthermore, all 
respondents may not have given similar meaning to the phrase 
"t~eglliar basis." 
In light of these difficulties, only the comments of 
respondents who volunteered additional remarks either in 
response to another question or in explanation of their 
rating on the checklist item were analyzed here, thereby 
providing a context for their response. NC'Y"letheless, the 
reader should use caution in interpreting the results. 
Table XL contains a summary of the responses of the 
persons interviewed. Over two-thirds of the patients made a 
comment regarding their preferences concerning pain control 
practices. Ninety percent of the health professionals and 
84~ of the family members addressed this issue in the course 
of their interviews. 
Looking Just at those patients who made a relevant 
comment, we see that the expectations of patients in 
conventional and hospice programs alike were fairly evenly 
divided between the two approaches to pain control. 
About 55~ of the patients had expectations for pain to be 
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c,:.rltl"~O:llled through "as needed," intermitterlt admirlistration 
of drugs; 45% preferred regular administration of drugs wnen 
this was deemed necessary. 
The family members who made relevant comments were 
evenly split between the two pain control practices. 
Whether respondents represented a conventional program or a 
hospice program made no difference. 
Health professionals in conventional programs were 
more likely to prefer the pain control practice of providing 
medication only on an intermittent, as needed (PRN) basis 
than were the hospice professionals, although the majority 
held ideal expectations for regular administration. Of 
those in conventional programs who responded, 41% preferred 
that pain medications be administered PRN, compared to 6% of 
the hospice professionals who responded. CClmbining both 
groups, 77% of all health professionals who responded 
indicated a preference that pain medications be administered 
regularly. 
Perhaps of more interest than the preferred approach 
to pain control are the various additional related themes 
addressed by respondents in their comments. 
themes wet~e: 
AmclY"lg these 
1. the potential for patients or their family members 
to be reluctant for the patient to take pain medication, 
often due either to a fear of addiction or to a fear that if 
too much medication is taken it will become ineffective 
latel"~ ,:,rl (a fear e,f the patient's bece,ming "immune"); 
2. the belief that the patient should not be 
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e,vermedicated e't~ "srle,wed" (except il"l the case of c,ne rll_n~se, 
whe, felt that "sn,:,wing" ~~§ acceptable; she Just wanted 
patients to be free of pain) and that medications should be 
very carefully monitored; 
3. the belief by some patients and families that 
whatever practice was recommended by the doctor was that 
which should be followed; 
4. the assertion that the patient's preferences with 
regard to pain control practices should be considered; 
5. the existence of different types of pain; and 
6. the resistance encountered by many patients, 
family members, and health professionals on the part of 
(other) health professionals in giving appropriate pain 
medicat ie,n, whether "appre'priate" was cOl"lsidered tCI be 
regular administration Q~ PRN administration. 
The following responses are illustrative of the 
various themes. 
Three patients made comments relevant here. 
One, in a conventional program stated: "I'm not afraid to 
take medicat iOl"l ••• (bl_It> I'm tryil"19 to keep away from it." 
Another, also in a conventional program, advised others: 
"Stay away from the needle as long as you can; you don't 
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want to build up tolerance; you may want that needle later 
orl. II The third, i)'"1 a hc,spice program, said, "They warlted tCI 
give me pain medicine regularly, but if I have no pain, I 
(As discussed earlier, hospice 
proponents argue that in cases where there is pain, and pain 
medication is administered regularly, the patient often 
comes to believe that he or she no longer h~§ pain.) 
Family members who made comments of this nature 
included seven in conventional programs and five in hospice 
While several family members were concerned about 
addiction, others were not. Some of the remarks made by 
those in conventional programs, which represent these 
opposite points of view, were: "In <patieYlt's} case, he's 
asking for it too of tens and sooner or later they have to 
limit Clr" Ot' he'll be living cln it cc'mpletely;" (an 
interesting twist, this person advocated regular 
admi Ylistrat iCln tCI alleviate th is pr,:.blem); "I dorl't 
understand the thinking that says you can have morphine 
shots as they need them, or something like that, and who 
cares whether they're going to be addicted; that seems so 
Wt"'I:i"I'°lg I caYI't fathl:lfO their thinkiYlg;" "My mother would never 
ask for pain shots;" "He didn't ask for his medication; I 
had to keep tt"'ack;" "I dCln't care if the pat ierlt is to the 
point where they use medication as a crutch; if it makes 
them feel better, they should have the privilege of using 
that ct"'ut ch ... 
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Family members in hospice programs commented: "You 
shl:)uldn't take ~!!::!tbi!!.9 ul"lless yell .. ! tl~y§ to;" "They get so 
that they IClclk forward to it;" "I don't, al"ld she didrl't, 
want to take it unless needed;" "I heard the nl.lrses say 
ILet's try to hold off, I so patients wouldn't become 
immUl"le;" "I dl:ln't li~.e the idea of becclming addicted." 
Only five health professionals (one conventional, 
four hospice) made comments relevant to this issue of 
add i ct iell"l: "Try to alleviate pain !!2i with medicatiol"l, if 
nursing procedures can alleviate it ••• Too much medication 
leads to addict ior.;" "Sclmet imes a pat ierlt abuses some of her 
medicine, but if you have patients that have previously done 
this, they don't change Just because they are terminally 
ill;" lOA lot clf peclple are willing to live with a lot of 
pain, and they're not willing to look at an alternative to 
that; it's real hard tl:) convince them." 
And finally, this comment by a physician: 
One of the real problems is that very often people 
with severe pain who are going to live over a year, 
people don't want to treat their pain for fear of 
addiction, in other words, dependence ••• People with 
diseases like cancer are essentially not taking the 
drug for any high; they're not like street addicts, 
and there's no reason to withhold drugs. They all 
worry about anyone going over a year, but still, in 
all, they have a right to pain control. And therein 
lies one of our biggest problems with some 
physicians we've had, and even patients themselves: 
they really were so hung up on this they refused to 
give good pain control ••• 
Three patients (two in conventional 
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programs, and one in a hospice program) discussed this 
issue, two of whom said their medications sometimes caused 
them to hallucinate, and the third who simply noted the 
importance of monitoring pain medication. 
Only one family member in a conventional prograM 
mentioned this theme. She noted that even though the 
patierlt's rnedicaticm was "very strong, huge doses," it never 
affected his mind. Four family members in hospice programs 
c.::ommerlt ed : "The medicatic.\"ls should be giverl cc.rrectly; 
pat ierlts should !}Q! be c.vermed icated;" "Irl the hc.spi tal, 
they're inclined to over- or under-medicate ••• Here they're 
used t.::o giving medicatic.n;" "I was very happy with hc.w the 
doctor, he didn't push drugs, yet I felt he had a real 
ba 1 arlce in hc.w he approached it;" arid 
Good care is to see that whoever it is, the patient 
is made comfortable; nQ~ to say Just inJect a shot 
of stuff and knock 'em out completely--that's taking 
care of them, but then there is no communication 
with the family, so it doesn't help the family to 
try to relate to the patient, or the patient to the 
fami ly. 
Five health professionals in conventional programs 
(one of whom was the nurse described above who did nQ~ 
oppose "snowing" patierlts) mentioned this area of COrICel'~n, 
compared to two hospice professionals. Those in 
conventional settings commented: "Patierlts should be 
medicated, free from pain, so they can finish unfinished 
business, yet nQ~ obtunded so they can't think; it's a 
delicate balance;" "y.='I..l sh':'lJld carefully avoid over-
medicatiorl;" "We cC.I.lldrl't marlage this patierlt's pain; we 
"snowed" the pat ierlt; I dorl't krlow why it couldn't be 
cc.rltrc.lled;" "Alertrless must be mairltairled for opt imal 
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time." The hospice professionals said: "We pl.lsh a lot of 
medicatiorl--rlc.t SCI people are "srlowed;" it's Just ••• se. pain 
is Just, £~12_Q§, pretty much nc.n-exister,t;" "8e.od care is 
havirlg patients whc. are comfc.rtable and alert. II 
3. One 
patient (conventional) and three family members (two 
conventional, one hospice) made a point of stating that the 
patient's doctor should determine what pain control practice 
is to be implemented. The opinions of these individuals 
were at variance with those who noted instances in which 
they felt health professionals had acted inappropriately 
with regard to pain control (theme 5). 
4. Ib~_E~~i~n~_§nQ~lg_~~_8§~~g_~i§_Q~_~~~ 
Two patients (one conventional, one hospice), 
six family members (three conventional, three hospice), and 
five health professionals (one conventional, four 
conventional) made a statement indicating the patient's 
preferences with respect to pain control should be 
ascertained and taken into account. 
5. Ib§_s~i§t§12£§_Qf_Qiff§~§12t_~i12g§_Qf_E~in. 
Mentioned by only one health professional (from a hospice 
program), this theme seems worthy of noting due to its 
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UY'I'.lsl.lal rlat ure. This respondent talked of the existence of 
not Just physical pain, but also spiritual pain. He said: 
Some patients, due to some spiritual or other 
dimension, may feel they ~§§§~~§ to experience some 
of that pain. Sometimes that's so strong that to 
render pain control is inappropriate. 
He went on to describe a situation in which a woman's body 
position had indicated severe pain, so a nurse, of her own 
volition, gave her medication. The next morning, the woman 
was very angry arid waY'lted to know, "Who dEmied to me making 
peace with my God?" He gave c.ther examples, as well, of 
patients who appeared to be in physical pain, but for whom 
the treatment was ineffective because their pain was not 
physical. 
One patient (in a conventional 
program) reported: 
They're pretty callous about pain here ••• At night, I 
get medications every four hours. During the day, I 
have to fight for it ••• The ideal would be if I could 
get medication within five minutes of ringing the 
bell. Right Y'IOW, they Y'leglect me so ml..lch I'd like 
to get it every four hours on the hour--I could 
depeY'ld on that. 
Six family members (three conventional, three hospice) 
described instances in which health professionals had been 
resistant to giving pain medication in the way in which the 
patient, family, and/or doctor wanted: "(Patient) had to 
beg for pain pills; they didn't seem to think it was 
rlecessary, I guess;" "Dr. ____ well_lldrl't auth.:.ri ze the 
irIJecti.:.ns fot~ pairl." One family member repc.rted: 
(Patient> was §YQQQ§§~ to get Valium at 10:00 every 
night, but she hadn't got it. I asked why, and they 
said she hadn't ~~~§~ for it. The nurses didn't 
l!h§ giving it regularly, maybe because it made the 
patients harder to care for, or it was hard to 
remember. 
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Another family member said the doctor didn't want to give 
the patierlt pain medication because "he didrl't warlt her te. 
become addicted." Even after the respondent made a trip to 
the doctor's office, he still would not give her strong 
enough pain medication. 
Seven health professionals in conventional programs 
(33% of those who responded relative to this indicator) and 
six (38%) in hospice programs related various situations in 
which they felt other health professionals differed in their 
philosophy regarding appropriate pain control practices from 
the respondent's own philosophy. Often, these other 
professionals were seen as resistant, unenlightened, and as 
constituting barriers to the provision of quality terminal 
care. Some of their comments follow: 
Philosophies regarding terminal care differ--for 
example, concerning pain medication, and what you're 
giving pain medication for. Some nurses give a lot, 
other don't, based on their own feelings about pain 
arid med icat iorl. 
Some people want to keep the patient completely 
pain-free, including some families. Others try to 
Monitor pain with as little medication as possible 
so that patient can function. 
Some nurses withhold medication simply because they 
don't understand the dying process ••• There is a need 
for retraining of nurses; usually you can do this on 
a one-to-one basis. 
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These shorter comments also were pertinent: "Sc,met imes we 
have tr,:,uble getting physicians t,;:. give pain orders;" "When 
we wanted to get stronger pain meds for her because she was 
having quite a bit of pain, the doctor wouldn't order things 
some rlurses fe 1 t that wasrl' t right." 
Comments made by hospice professionals included that 
of a respondent who related how a patient's doctor had 
refused to believe she had pain, and had diagnosed her as 
having a lot of psychosomatic illnesses. Arlot h er pet~son 
said, "There's a lot of ignorance about pain control in 
other professionals." Finally, the following two quotes 
from different respondents are illustrative: 
We have such a problem getting doctors to agree to 
give adequate pain medication in some cases ••• If we 
exterld the definitic,rl of "tet~mirlal" or "late stage 
carlcer" to rli rle tc, twelve mc,rlths, pec'ple wi 11 be 
happier with that; we'll do a better Job treating 
our patients and controlling their symptoms. 
There are a lot of nurses that aren't comfortable 
giving large doses of medicine. This causes 
problems sometimes because the nurse won't give it, 
arid the fami ly says, "But you prc,rnised YCol .. t'd k.eep 
her c,:'rnfot~tabl e! " 
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IDgi~~tQ~_~~~ __ E2ti§Dt_lnYQlY§m§nt 
Examined here are expectations for the health 
professional role with respect to involvement of patients in 
care-related decisions. An achievement orientation is 
implied by the expectation of no involvement of patients in 
care-related decisions; this orientation sees the 
professiorlals as "krlowirlg best, II due to their specialized 
training. Involvement of patients implies an ascription 
orientation, since patients are involved not as a result of 
their competence or performance as providers of health care, 
but instead, because of their ascribed status as patients, 
and as those directly affected by the care they receive. 
As noted in Chapter VI, Analytical Model, certain 
conditions serve as enabling factors for involvement, or 
participation, in care-related decisions. Particularly, 
patients likely will need to be informed of their diagnosis 
and prognosis and also will require information concerning 
treatment options and available resources. Another 
condition for involvement concerns the health professionals' 
openness to such involvement, that is, to allowing patients 
some say, or input, into these decisions and/or respecting 
their wishes. The link between these conditions is best 
illustrated by the comment of one of the health 
professionals interviewed: liThe dying patient must have the 
say over his own dying; he must have as much information as 
needed to deal with this." 
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Respondents' feelings concerning each of these three 
conditions (information about diagnosis and prognosis, 
information concerning treatment options and resources, and 
willingness to allow patients some say or input into care-
related decisions) are examined here. Included as data for 
this analysis are all volunteered comments that pertain to 
these three conditions, or sub-indicators. Two items on the 
checklist that was part of the original instrument used to 
interview respondents (see Appendix B) address these issues. 
As discussed earlier, respondents were asked to rate the 
importance of each item. The two items were: item b 
("Patients are kept infot~med ':If their COYlditioYI and what's 
being dc.ne") and item m ("Patients decide how much al'"ld what 
ki Yld c.f care t hey get ") • Also discussed earlier were the 
difficulties encountered overall with this checklist (see 
Chapter V, Research Design and Methods, Phase III). In 
light of these problems, checklist data were utilized only 
for those respondents whose answers included explanatory 
remarks accompanying their importance rating on these two 
items. The data for this indicator (or rather, its three 
sub-indicators), then, consisted of these checklist data and 
those comments which were volunteered elsewhere in the 
course of the interview. 
Two additional notes concerning the data for checklist 
items are necessary. First, item b was ambiguously worded 
and, therefore, was interpreted by some individuals to mean 
"tell them their diagno=,sis/prc'gnosis," by others to meaY'1 
"give them irlfc.t'matic.n about their treatmeY'lt, II and still 
others to mean both things. Where meaning was unclear, 
responses were placed in both sub-indicators. Secorld, a 
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number of people qualified affirmative responses to item b 
c.r item m with c,:'mmerlts such as "if they're 1"Iot senile, II c.r 
"if they're 1"Iot i1'"1 a c.:.ma." Fc.r the purpc.ses of this 
analysis, adequate mental capacity and alertness of patients 
were ~§§Ym~~; therefore, these persons' responses were 
tabulated as "yes; II the category "fllaybe/depends" was 
reserved for other qualifiers or situations, as described 
below. 
This section examines each of the three sub-
indicators, or conditions, for patient involvement 
separately. Table XLI summarizes the data obtained from 
study participants. 
ErQYi§iQD_Qf_1DfQrm§~iQD_IQ_E§~i~D~§_B~g~rgiDB 
Only about a third of the patients 
interviewed provided comments that were tabulated. Families 
were much more vocal on this issue, with three-quarters 
About half of the health professionals made a 
relevant comment. While the rate of response did not differ 
greatly by sub-group (conventional versus hospice), the 
pattern of response did appear to differ somewhat. 
FLlrthermore, the three groups' <patiel"lts', families', and 
health professionals') opinions, seemed to differ from one 
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To facilitate comparison between these groups, the 
percentages reported in the text that follows are adJusted 
to include only those respondents who volunteered a relevant 
comment (i.e., those whose comments were classified as 
"nc"" "yes," or "depends/maybe"). 
Among the patients who were interviewed, three 
patients in each type of program (conventional and hospice) 
res pOY'ld ed. The patients being cared for in conventional 
programs all felt that patients should be told their 
diagnosis and prognosis. The three patients in hospice 
programs were divided among the response categories, with 
one iY'ldicatirlg "yes,1/ orle "Y'IO," arid orle, "depeY'lds." 
Of the respondents of both patient groups (hospice and 
conventional) combined, 67~ felt that patients should be 
informed of their diagnosis and prognosis. As oY'le of these 
krlc,w the truth, he,w are yc,u goirl9 t,:) cope?" One patient 
(17~) preferred D2~ to know: "D,:)rl't te 11 a pat ieY'lt how 10rl9 
he has to live .•• We' 11 go when our time comes ••• When the 
doctor told me I had two months to live, it upset me and my 
wh,:,le family." The last patierlt (17~) felt that .9§D§J:El.ly 
it was a good idea to tell patients, but not ~ll patients. 
He gave an example c,f a Y'leighb,:,r c,f his who had "quit" upon 
finding out he had cancer. 
The pattern of response for responding family members 
differed for those in conventional programs compared to 
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those in hospice programs. While one person in each sub-
group felt that patients should n2~ be made aware of their 
prognosis, 31% of the family members in conventional 
programs indicated the patient §bQY!~ be told, compared to 
62% of those in hospice programs; 63% of those in 
conventional programs qualified their responses, compared to 
31% of the hospice family members. These respondents felt 
that patients' desire to know or not know, and/or their 
probable response to the news, given their emotional makeup, 
should be taken into account. Some respondents specified 
that the doctor should tell the family and let the family 
decide if the patient should be told. 
The combined percentages for family member respondents 
(conventional and hospice) are: 7% indicating that patients 
should not be told, 47% that they should be told, and 47% 
that it depends on the individual. 
Of the two respondents who argued patients should CQt 
be made aware of their diagnosis and prognosis, the one in 
the conventional program stated, "I don't believe in that 
too much .•. I think it puts a worry on their minds, and it 
slows down their process of getting better, if there is any 
chance of getting better." The family member in the hospice 
program noted that, at the same time, false hope should not 
be given, either. 
Examples of comments made by those who felt that 
patients §bQ~l~ be told, both about their diagnosis and 
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prognosis and about treatMents (the second sub-indicator) 
The response quoted first also indicates that 
patients should have SOMe input and control (the third sub-
indicator) in their care. 
Everybody has a right to know that they are going to 
die so that they can do those things that they must 
do before they die ••• If I'm dying and I don't know 
it, I could curse everybody to hell and back again. 
Why? Because you're not giving me the privilege of 
making that decision about what my life or death 
shcluld be, what I must dCI or mustn't de,. It sh,::ould 
be my choice ••• I believe everybody should have the 
right to choose what they want prior to their 
death. 
At (hospital), we didn't know too much what was 
going on. I was surprised how much the doctor told 
us at (another hospital). He told me and her both; 
that's the way it should be. 
Patients absolutely should be told, but doctor's 
don't. Doctors are not only smart medical men, but 
they are masters of the English language; they can 
give you more gobbledygook to cover up a situation 
than you can absorb, without saying anything. 
People will COMe in and talk with her in 
generalities, not really telling her what's ahead, 
how she's doing ••• She's not gotten one doctor to sit 
de,w1'"1 with her at {hclspital} and say, "This is what's 
gl::oi1'"lg l;:on," "This is what we mayor may not be able 
to:) p~~edict," or' "Do you have any questielns?" 
The pattern of response did not differ much between 
health professionals in conventional programs and those in 
hospice programs. None of the health professionals who 
responded felt definitely that patients should nQ~ be told 
their prognosis, and only four (two conventional, two 
hospice) indicated that there were situations (other than 
mental incapacity) in which patients should not be told 
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(e. g., if they did not wish to know). This left 80" of 
those in conventional programs and of those in hospice 
programs saying patients §n2~!g be made aware of their 
prognosis. The combined percentages for both sub-groups 
were: 0" "1"10," 80" "yes," and 20" "maybe/depends." 
Examples of professionals' comments include: "You 
must tell people if they are terminally ill; people have a 
right to know;" "If a patient isn't aware of his prognosis, 
the staff can't talk with them, help them deal with their 
huge fear;" "The patient kept asking, but no one wanted to 
say that her death was fairly imminent;" "Sometimes doctors 
aren't totally honest with patients;" and the comment by a 
I"lurse: 
People often are not very well-informed by their 
physician. The physician should be the one who's 
informing them, keeping them up to date, telling 
them what their status is medically. Often it's 
hard for us if they aren't well-informed. 
Two physicians responded: "One barrier (to the provision of 
quality terminal care) is that patients must accept that 
they're dying, and if the doctor isn't going to admit it, 
the patient won't be told;" and 
It's very rare that we don't tell a diagnosis ••• We 
usually always let people know their prognosis. 
People ask the question, they get an answer. And we 
dOI"I't believe in holding back. I think that beiYlg 
able to do that is very satisfying. 
In sum, the ideal expectation of all three groups 
generally appears to be that patients should be made aware 
of their disease and their prognosis, at least for patients 
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who wish to know and/or are Judged to be emotionally stable 
enough to handle such information. 
Only one patient 
(6%) gave a response that was categorized here; over half of 
the family members interviewed made a relevant comment, 
Only about one quarter of the health professionals 
commented on this issue. Substantially more health 
professionals in hospice programs (35%) than in conventional 
programs (10%) gave a relevant response. 
Among those persons who did comment, only one, a 
health professional, felt that this type of information 
should DQi be provided. This person gave an example of a 
case in which the provision of information about the 
treatment the patient was receiving would not have been 
"fait~." The patie)'".t "did)'".' t have the bac~.gro'_lYId to 
uY".det~st and. " 
The majority of the remaining respondents who 
commented felt that information about resources and/or 
treatment options gene~ally should be provided (again, as 
long as the patient was not mentally incapacitated). A few 
family members, especially those in conventional programs, 
remarked that it depended on the patient and what they 
The patient stipulated that information should be 
given that was "IJndet~staY"ldable." The responses quoted i1'". 
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the abc.ve sub-sectioY"1 (IIPrc.visioY"1 of inf.;)rmation regarding 
diagnosis and prognosis") are exemplary of those given by 
f am i I Y members. Health professionals noted: "Let patients 
krlc,w what resc.'-n~ces at~e avai lable;" "The ideal is a 
compassionate physician who will give them information--Just 
basic information about everything is so helpful to them: 
side effects of medicine--Just basic things." 
Interesting to note in some of the responses 
concerning the provision of information both about treatment 
options and the disease and about the patient's diagnosis, 
medical status, and prognosis is the clear designation of 
the physician as the preferred purveyor of this information. 
Nurses generally either do not seem to feel comfortable 
providing this information, or do not feel it is 
appropriate for them to do so. Patients and families 
usually focused on the physician, also, as the individual 
who should provide information to the patient. 
Also of importance is the apparent discrepancy between 
the ideal and the real; many situations were related in 
which desired information was not provided to the patient. 
In general, there was little difference between the 
expectations of those in hospice programs and those in 
conventional programs, except (1) in the frequency with 
wh ich the "i t depeY"lds" categ,:'ry was used, (2) fami ly mernbet~s 
in conventional programs were more likely to feel that 
patients defintely should not be allowed say in their care, 
and (3) hospice professionals were more likely to mention 
expectations that the health professional should provide 
information about treatment options and resource 
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availability. Of the three groups (patients, families, ~nd 
health professionals), more families responded than any 
other group. 
QQ§nn§§§_IQ_E2ii§ni_!nQYiL~Qni~Ql_!n_Ib§_~2~§. Prior 
to examining the responses relevant to this indicator, note 
should be made of the categories of response for this 
sub-indicator. Specifically, the "maybe" category was 
developed for classifying the comments of those respondents 
who gave conflicting information in the course of their 
interviews regarding their views. 
below. 
Examples are given 
More individuals in all three groups volunteered 
comments pertaining to this sub-indicator than to either of 
the other two. About 60~ of the patients, 87~ of the 
families, and 82~ of the health profeSSionals made a 
relevant comment. Fewer patients in hospice programs 
remarked on this issue than did patients in conventional 
programs. 
All but one of the patients who res~onded indicated 
that they felt patients should be allowe~ at least some say 
in their care. The patient who felt otherwise said "The 
nurses and nurses aides know what they're ~oin5." The other 
patients' comments included those of a man who liked the 
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fact that he was allowed to "sleep practically as long as I 
want and stay up as long as I want to," but he did not 
appreciate being told when to take his bath. This man also 
related an incident where he asked his doctor to alternate 
his med icat ions so that he "wouldn't bui ld up a toleraY,ce." 
The doctor agreed to do this, and the patient was pleased. 
The remaining patients in conventional programs expressed 
their dissat isfact ioY, with "nurses" who were "too bClssy," 
"overbearing and sassy," or who "wouldy,' t give water eY,ernas" 
despite the patient's wishes, and with health professionals 
in general who "force things on you all the time; I don't 
like to be forced to do anything" (e.g., eat, drink). 
The comments of the patients in hospice programs 
centered around the administration of medication. One 
patient noted that "doctors don't believe you" if you tell 
them about ill effects of particular medications. 
said, "Well, if you're in pain, it's important tel get hel p--
usually I ask for pain killer for my arm." The third 
asserted: 
The pat ient should have the say. You kY,clw your 
illness; you know when it's hurting you worse than 
other times. Now, sornetimes it's hard to convince a 
nurse or doctor that maybe you are hurting a whole 
lot worse than they think you are. 
All but five family members in the sample (two in 
conventional programs and three in hospice programs, or 
13~), made a comment relevant to this issue of patient input 
and control. Five family members in conventional programs, 
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compared to only one in a hospice program indicated that the 
patient should not have such input and control. Typical 
comments included: "That would be impl:lssi ble ••• sClme demand 
r,1Clre tharl they rleed;" "I think. the doctclr arid rIUl"~se kr,clw 
better than the patierltj" "I d,:,r,'t third·( they're capable; 
that's what the dClctclt~ is fco)·~;" "Ncl, that sh,::ould be dl:'l'"le by 
doctl::ors." All clf these cl:,rnrl1erlts wet~e irl resp,:,nse tl::O 
checklist item m. 
The majority of family members felt that patients 
should have at least some input into their care and care-
related decisions. Among these respondents was a family 
member who noted that her relative did not want intravenous 
feeding and nasogastric tubes, and that the doctor finally 
agreed to stop this treatment; this was "hard for the 
family, but it's what (the patient} wai"lted." The expet~ience 
of another respondent was the opposite, however; despite t~e 
patient's and the family's wishes to have chemotherapy 
stopped, the doctor refused. Another respondent felt her 
mother would have received more attention if she had taken a 
larger role in her care: "It's the squeaky wheel that gets 
the attention and Mother didn't squeak. She didn't ask for 
anything--she didn't want to bother. II Two other respondents 
agl"~eed : 
then, she seldom complained; it might have helped if she 
hadj" "The ;:lrl:lblem is s,:,nle patients are "(ICot t~eal asset~tive 
t,:, sayirlgj I'd lik.e to see a patient advCocate." 
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Other people noted, however, that patients had to be 
careful not to complain too much so as to avoid alienating 
care providers: "If ye.u dc.n't cc,,:operate with {program} they 
cut yc.u c.ff, arid she was in rl':' pc.sit i.:.n tc. be Cl..lt off." 
This same family member reported that the doctor had 
promised the patient that he would not take her to a nursing 
home, yet the next morning an ambulance had come and taken 
One family member asserted that the patient 
sh.::tl.1ld have therapy "c.rlly if the patient feels like itj if, 
rlc.t it should rl.:.t be forced." Other c.:.mmerlts incll.lded: 
"They respected his feelirlgs;" "The decisi.:.rl pt~ocess ShOl.lld 
be the patierlt'sj" "Sc'me, but rl.::tt all, the say sh.:,uld be the 
patierlt'sj" "Patierlts sh.:,uld have 100'1- say." 
As nc,ted abe.ve, the third t~esp.:'nse categ':'t~y, "Maybe," 
was developed for those respondents who gave conflicting 
information in their interview. Generally, the conflict in 
information came when respondents had related incidents or 
made statements that implied that they felt patients should 
have at least some say in their care, yet who responded to 
item m by sayirlg, fc.t~ example, "That shc,uld be determirled by 
the physician, the hospital, the nursing home--as much as 
the patierlt rleeds." This staternerlt was made by the man 
quoted above in sub-indicator 1, who asserted so vehemently 
patients' right to know if they are terminally ill, and to 
"che":.se what they want pt~i.:'\"~ to theit' dea'::-.. " Such 
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conflicting information may have arisen from difficulties 
experienced in interpreting the checklist item m. 
The health professionals' comments which were 
cl assi fi ed i Y"I th i s "rnaybe" categc'l"'y wel"'e wel"'e si mi lal"' tc. 
those of the families. That is, they responded to item m 
saying that they felt it was not particularly important for 
patients to decide how much and what kind of care they get, 
yet they made statements earlier in their interviews that 
indicated that they felt patients should have at least some 
say in care-related comments. The responses of four health 
professionals (three in conventional programs, and one in a 
hospice program) were of this nature. One professional in a 
hospital (conventional), for example, made the following 
st at ement s : 
As a Y"IUl"'Se, it's hat~d f':Il"~ rl1e t,:, say, "Let them dCI 
what they waY"lt!" It' s h"lt~d t,:, swi tch gears fl"'clm the 
acute tel the ter'mil'"lally ill. With aY"1 acute patiel'"lt, 
what you do or don't do can drastically affect the 
outcome of the person's illness. 
A lot of terminally ill patients don't want you to 
do supportive care, but I think it's necessary. 
Sometimes you need to give them their own way--it 
doesn't matter. 
Examples of the responses of health professionals who 
indicated patients ~bQY1~ definitely have some say in their 
need to be maintaining control and need to je involved i~ 
363 
patient won't say, or will be afraid to say <what they 
the patient into his own care, that isn't totally determined 
by the family, d,::.ctor, or nl.n·~se;" "R lot c,f times we get 
people at home we feel in a professional way they shouldn't 
be there, but they want to be at home, so we try to support 
them the best way that we Ca1'"a;" "Have the pe",~s':'1'"1 tell yc,u 
what their needs are rather than you telling them; sometimes 
you perceive their needs differently than they do ••• give 
open to patients, when they aren't asking questions, aren't 
involved, when they don't want to take responsibility to do 
anythi1'"lg--they suffer mc,re;" "It's difficult when patie1'"lts 
One professional noted the reticence of elderly 
patients, in particular, in making their wants known: 
Older patients are so ••. they take such pride in 
doing for themselves, and to even ask for anything 
is an indication of weak~ess. They will endure; 
they've done it before. Rnd they're not going to 
spend their money on themselves because they want to 
have some for their kids. Rnd they're Just not 
goi1'"19 to! 
This same person went on to say, "Involvement of the client 
is important so the person getting the services has the 
abllity to choose, to make their wants known ... Datients need 
te, declde, but they Y"leed hel. p. II Rnother professional gave 
an example of the way in which she tries to incorporate 
patients in their own care: 
When the doctor's written somethin£, I usually 
immediately try to go over with the patient what was 
done that day, what has changed, and I think that's 
real important for them to be involved, because that 
way they feel that they haven't lost control, they 
still have some handle on what's going on. So many 
times in a hospital that control is taken away from 
them. They're always tc.ld "Yc.u' 11 have yc.ur bath 
and your whatever at this tirlle. II 
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Finally, one professional noted that "Patients take control, 
anyway," whether the prc,fessic'Y"lal waY"lts them t.::o c.r Y"lc,t. 
Certain themes emerged in these comments of patients, 
family members, and health professionals. One theme is that 
mc,st patieY"lts d.:, Y"I,:,t appreciate being "b,:,ssed" c,r "fol"~ced." 
Another is that some patients, and particularly elderly 
patients, are reluctant to speak up about their needs 
because of their fiercely independent nature, their fear of 
reprisal by health professionals, simply because they are 
nc.t assert i ve. A third is that inpatient environments must 
work harder at facilitating and preserving for patients some 
degree of control over their care. Finally, a fourth theme 
is that of the difficulty experienced by health 
professionals when patients make decisions that are at 
variance with what the health professionals feel is best and 
most appropriate for the patient. 
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ThlS section examines respondents' expectations of the 
health professional with respect to involvement of 
fami lies. Just as involvement of patients in their own care 
and in care-related decisions implies an ascription 
orientation on the part of the health professional, so does 
involvement of the patients' families. Expectations that 
healtn professionals not involve patients' families, that 
As was the case in Indicator 4D, Patient Involvement, 
relevant comments made by respondents in the course of their 
irltet~views, as well as data ft~':'m tw,:, checklist items ("e" 
arid "i") were irlcluded irl the arlalysis, if respc,rlderlts made 
a remarK explaining their response to the item (see previous 
secti':,rf, "Irldicat':'t~ 4D" and Chaptet~ V, Research Desigrl and 
Methods, Phase III for an explanation of this decision). 
The two checklist items asked respondents how important it 
was that: "Patierlts' families have a say in the patients' 
care;" arid "Patierlts' farllilies help care f,:,t~ the patierlt." 
"Help, II in this lattet~ item, was irlterpreted variously by 
respondents to mean help with the physical care of the 
patient, help through serving as an advocate for the 
patient, or help wit~ care Just by being with the patient, 
vis i t i \'"'9 emotional support. 
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As was II i Y"IV':' I vernerlt II of pat i erlt s, II i rlvo 1 vemerlt II of 
families has been operationalized to include three sub-
These sub-indicators differ somewhat, however, 
from those of patient involvement. 
The first sr.lb-irrdicat,:.r, "pt~ovidirlg inforrl1atic.rl tCI 
families, II irlcll.ldes rl.:,t clnly irlf,:,rmati,:.rl cClrrcerrling 
diagnosis and prognosis, but also information concerning 
treatment options and available resources, as well as 
training in actual care techniques. These types clf 
information, separated into two sub-indicators in Indicator 
4C, Patient Involvement, were combined here because 
respondents tended either not to differentiate between them 
or to desire ~!! such information, with the exception of 
training in specific care techniques, which was mentioned 
only by those respondents representing home care programs, 
both conventional and hospice. 
The sec.:,nd sub-irrdicat':lr, "letting families have SClrlle 
say irr the patierlt's cat~e," is the cl:,t~I::ollary tl::O the third 
sub-indicator in Indicator 4D, Patient Involvement, 
"clpenrress to pat ierrt irrput arId cl:.ntt~I:II in the care. II 
Included are responses that dealt with expectations of 
health professionals with regard to their respecting the 
wishes of the family. 
The thit~d sub-irrdicatc:'t~, "errcc".\t~aging pat~ticipatic'n by 
the farlllly, II was deve l,:,ped to reflect expectat i,:,rls ,:,f 
respondents concerning the desirability of ~S~i~g 
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solicitation, encourageMent, or facilitation by health 
professionals of faMily participation in the patient's care. 
Sl..lch expectat iOYIS i ncll_lded the,se that addt~essed respe,no, 'YltS' 
preferences with respect to health professionals' 
encouragement of families to provide physical care 
(especially in patients' own or families' homes) or their 
facilitation of the family's presence (in an inpatient 
facility) through the making of provisions for them to visit 
the patient at other than posted visiting hours, to sleep in 
or near the patient's room, to eat with the patient in the 
patient's room, to bring food in, and other such instances 
Table XLII summarizes the findings with regard to 
these three sub-indicators of family involvement. The text 
that follows addresses each area separately. 
patients interviewed Mentioned this as an expectation, yet 
over half of the family members did, and about 40~ of the 
health professionals. All of the family members who 
commented felt that health professionals definitely should 
provide information to patients' families. One said, f,=,r 
example: 
Be understanding of the family; don't criticize or 
belittle them .•• Explain to them what is happening to 
their loved one •.. Give suggestions to them about 
things they might not have thought of; pass on 
information they might need. 
IABLE XLII 
INDICATOR 4D: FAMILY INVOLVEM~NT 
SUMMARY OF RESPONSES 
BY RESPONDENT GROUP • 
PATIENTS FAI1ILIES HEAL IH PROFESSIONALS I 
IConventional Hospice TOTAL IConventional Hospice TOTAL IConventional HospIce TOTAL I 
FAMILY INVOLVEMENT I (n-91 (n-BI CN-171 I (n-201 (n-IBI (N~3BI I (n-191 (n-20) (N-39) 1 
(THREE SUBINDICATORS) 1 n X n X n % I n % n X n X I n % n X n X I 
-------------------------1----------------------------------1----------------------------------1----------------------------------1 
PROVIDING INFORMATION I I I I 
TO FAMILY I I I I 
I I I 
No 0 0% 0 (1% 0 OY.I 0 (1% 0 0% 0 0%1 2 11" (I 0% 2 :5"1 
I I I 
Yes (I uY. 0 0;: (I 0;:1 10 50;: 11 61;: 21 55"1 7 37;: 7 35;: 14 36"1 
I I I 
Mavbe, Depends 0 0% 0 0% (I 0%: (I t.% (' 0% 0 0%1 (I 0% (I 0% 0 0" I 
I I 
No Relevant Comment I 9 100% B 100" 17 100%1 10 50" 7 39% 17 45"1 10 53" 13 65% 23 59%1 
-------------------------1----------------------------------1----------------------------------1----------------------------------1 
LETTING FAMILV HAVE SAVI I I I 
IN PATIENT'S CAR~ I I 
I 
No (I O~. (I 0% (I OY.I 2 lu% :2 Iii'. 4 11%1 2 11% (. (.% 2 5%1 
I I I 
Yes 2 22i'. 13% ;:; IB7.: 6 30% 10 56% 16 42%1 6 32% 10 50% 16 41X1 
I I I 
Maybe, Depends 0 .)% 2 25Y. 2 12%: 3 15% 6% 4 11%1 5% 0 0% 3%: 
I 1 
No Relevant Comment 7 7B% :; 63% 12 7l'l.: 9 45% 5 2B% 14 37%: 10 53% 10 5(1% 2u 51~.1 
-------------------------:----------------------------------1----------------------------------1----------------------------------1 
ENCOURAGING FAMILy I I I 
SUPPORT OF PATIENT I 
No (. (.lY- 0 to% (I 0%1 ~. 15% (I 
Yes 11% 2 25% 3 ISXI 6 30X 7 
I 
Maybe, Depends 0 uX (I (1% (I 0%1 5% 
0% 3 8%1 2 
I 
39% 13 34%1 12 
I 
6X 2 5%1 
II % 0 
63X 9 
5% 
(I'l.. 
45% 
Si". 
:2 
21 
2 
5'l.: 
I 
54%1 
I 
5%1 
I 
No kelevant Comment e 89% 6 75:1. 14 82:1.: 10 5u;: 10 56;: 20 53;:: 4 21:1. 1(, 50% 14 367.1 
-------------------------1----------------------------------1----------------------------------1----------------------------------1 
NO RELEVANT COt1t1ENl IN I I 
ANV OF THE AI!OVE 7 78% 4 50% 11 65%1 3 15% :2 11% 5 13%1 5% 3 15% 4 10"1 
I I 
* Percentages do not always sum to 10(""'. due to roundIng error. 
("J 
()"I 
Q:l 
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Another family member noted~ "They sometimes talk in 
language you don't understand; they get put out when you ask 
for something to be repeated." This same person, as did a 
few other family members, felt that "Some things should be 
told to family first." Also illustrative of several 
persons' comments were those by this family member: 
More than one person needs to hear what might be 
done to help a person ••. I remember my mother 
commented, "I am so glad you were there because I 
can't remember what he told me was ahead for me" ••• I 
don't want to take advantage of their time or 
unnecessarily tie them up. I feel we really have 
the right to answers, and I won't push and take 
advantage, but I'm going to hang around until an 
answer comes •.. I wish there were one person, a 
doctor, who could sit down and answer our questions 
for us. 
Additional comments by family members included: 
I'd call a couple of nice nurses who would give me 
information on platelets, white count, and 
hemoglobin--really give me information. Then I ran 
across some who wouldn't give me the time of day. 
I'd wait until they were off shift. 
They're {nurses} willing to talk to me, not 
embarrassed if I ask them questions. The family 
should be told exactly what the situation is so that 
they know how to deal with it. Of course, some 
people can't handle something like that, but I think 
anybody who's training to go into it can tell when 
they can be told and when they shouldn't be. 
This person also described a situation in which she had not 
been given valuable information: 
At (hospital), nobody could tell me where I could 
get ••. equipment that I'd need at home. And the 
nurses didn't mention 'till brought it up what was 
available in the way of home help. 
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The majority of the health professionals interviewed 
also viewed the health professional as having a 
responsibility to provide information to families. 
their comments were: "The fami ly Y'leeds honesty frl::om the 
doctl:lr and the staff;" "Let fami lies knclw what resol_n~ces are 
avai lable;" "Make thern aware clf agerlcies that carl help." 
Two health professionals, however, felt that the 
provision of information to families was not particularly 
important, or at least tb~~ did not like having to do this, 
and saw it as interfering with their ability to do their 
These two professionals, both in the same inpatient 
facility, resented having to explain what they were doing 
with the patient, and why they were doing it (e.g., when 
they put the patient on the commode, or when they did 
particular medical treatments). As Clrle said, "Orle of the 
biggest barriers is when families come; it's hard when 
families are standing there and watching you--you have to 
explairl ... 
b§iiin£_E~ffiili§2_~§~§_§Qffi§_§9~_1~_Ib§_E9ii§ni:2_~9~g· 
Families themselves, again, were much more likely to comment 
with respect to this issue clf "say, II or irlpl_lt into the 
patient's care, and especially families in hospice programs, 
than either health professionals or patients. 
patients who did respond, all favored at least some family 
say. although a few issued cautionary notes, such as that by 
a man who stated that only one family member should have 
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such input because of the potential for conflict, and the 
plea by another male patient that families not treat the 
patient like a child; this had happened in his case, and he 
felt it was "demClt~al i:.::i)'"lg. " 
Among the families who responded, the maJority (67~) 
felt that families should have input into the patient's 
care. One woman believed this, yet reported: 
The nurses would get so snappish--Just irritable at 
me for butting in. I've gotten so weary--it's like 
dealing with children who you tell to clean up their 
room; you get irritable that they're not doing what 
they should dCI. 
Another had had a very positive experience: 
People were very open and honest with me--all the 
doctors, all the nurses. The suggestions I had were 
listened to and acted on ••. At no time did anybody 
tell me what to do. They gave me choices and 
eventually I made the decisions, and I appreciate 
that ••• My morn had some problems with her pain 
medication. Dr. ____ gave her a drug, and she had a 
very bad response which the doctor didn't see. And 
so I went to the nurses, and I told them. Somebody 
cCII.tld have said tCI me, YCII.1 k""',,:IW, "Lady, let lIS dCI 
the J':lb. II A)'"ld t~ley d id)'"I' t dCI tha.t. They cha)'"lged 
the medication ••• They were Just more tha.n 
C I: II:.perat i ve. 
A number of these family members, however, did qualify their 
statements, being careful to note that the patient's wishes 
snould have priority, or that only the immediate family 
(e.g, spouse) should be involved in order to avoid 
cCI)'"lf'.IS i CI)'"I. 
A few of the family members who made relevant comments 
expressed ambi'lale)'"lce (IImaybe/depe)'"lds"), ge)'"let~ally seemi)'"'g 
to feel that tne family should have at least some input but 
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deferring to the Judgment of the professionals. For 
example, one person commented that the family should "be 
aware, keep their eyes open," but that "they should leave 
the m~JQ~ part of nursing to professional people." Another 
said: 
I think it should be more or less up to the doctor; 
of course, the family knows the patient's needs, and 
I think should talk about it. If they feel the 
patient needs something extra, 1 feel they should 
tell the doctors and nurses. 
Four family members, (two in conventional programs, 
two in hospice programs) felt much more strongly that 
families should n2t have say, as illustrated by these 
commeYlts: 
It should be between the patient and the doctor. 
The family shouldn't have anything to say if the 
patient is mentally alert; this gets the patient 
mixed up. People tell other people what to do too 
much." 
I was invited to one of those meetings (of the 
health professional team>, and I Just was turned 
off. 1 didn't ~~nt to be responsible for some of 
the things that were going on at the time. 
About half of the health professionals made comments 
that were relevant to this issue of family input in the 
patient's care. All of those in hospice programs who 
mentioned this issue favored family input. ti\ost of t he.se il"l 
conventional programs did, as well, although a few qualified 
their remarks, stating the patient's wishes should be 
considered first, or that the family should have say "except 
when it's bad for the patient." OYle perse'YI, whose response 
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was tabulated as a "maybe," stated, "Families need to be 
COl"'lsul ted, dealt with, even before they enter the faci 1 i ty. " 
She felt this was an important strategy for keeping them 
from being too demanding: 
Families have a tendency to want a terminally ill 
patient to have more care. Sometimes we get accused 
of not caring for them enough. They forget that 
~b§~ have placed their family member here ••• The 
family is the biggest barrier; they are overly 
protective, expect a lot more, want everything to be 
done to Just perfect ion. " 
The two health professionals who felt it better that 
families nQ~ have say in the patient's care stated: 
"Families don't understand some of the physical care that's 
done--they think we're trying to kill them;" and "Mal"'IY times 
they don't understand what is necessary." The first of 
these health professionals continued, "If the family comes 
in and picks all the time, then you don't want that 
pat ient. " 
Those who felt that the family §bQ~ld have some say, 
that ~b§i!: wishes should be respected, commented: "We 
provide services at a level the family can accept;" "We try 
to maximize the choices for the patient and the family; they 
have ~ll the say;" "In this cease, we had farni ly coY)fEn~erlces; 
the whole family got together, rallied around her ••• As 
problem. came up we were able to fil"'ld solut ions as a ~§~!!!;" 
and finally: 
Families need to feel involved, have a say in what's 
happening. They don't necessarily have to help with 
daily care. They must feel that the nursing staff 
is receptive to their suggestion», won't override 
their wishes. 
Despite the general consensus that the health 
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professional should listen to the families' suggestions and 
respect their wishes, a maJority of the health professionals 
who made relevant comments reported situations in which they 
felt this say was not in the patient's best interest, or 
made the Job of the health professional especially 
difficult. Particularly problematic, as hinted at above, 
are those fami I ies who are "critical," "urlreal ist ic, " 
"overprotective," "picky," "fault-firlding," and/or whc. 
"mistrust" or "undermine" the health professiorlals. 
Families who are cooperative arid with whom "good 
communicat ion" or a "good relat ionsh i p" has beerl 
establ ished, who are "i nvol ved with the staff as a tearll," 
and/or who are satisfied with the care their relative had 
received were much appreciated. 
A few family members themselves noted that families 
could sometimes be overly demanding, critical, or 
i nterferi ng. Some advocated "developing rapport" with the 
health professionals, ("The family needs to get to know the 
aides and nurses, too, so there's rapport betweerl them"). 
One family member stated: 
Sometimes, the question should be, "What can the 
f~mi!:t do to be a better team member?" It has to be 
approached as a two-way situation. I was there long 
enough to develop tremendous respect; I was there a 
lot, all three shifts. The family must be cognizant 
of the ~Q~~ing_~§l~tiQn~biQ; it's not a servitude-
type situation. 
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Approaching this problem from the negative side, one family 
member )'IC.t ed : 
<patient) really suffer for it. They'll <heal th 
professionals} leave her up way too long, and it's going to 
cause her pain." 
A few patients, Just under 
half of the family members, and about two-thirds of the 
health professionals made comments regarding health 
professionals' active encouragement or facilitation of 
family participation in the patient's care. Fewer hospice 
professionals than professionals in conventional programs 
made relevant comments. 
All of the patients who commented were in favor of 
health professionals encouraging family participation, 
altMough .:.ne asset~ted, "I dCH'I't third·(. they <health 
professionals} like it too much, but my wife helps a lot--it 
saves them." One e.f the other twc. pat ierlts was grateful 
that "the cmcc,lc'gy depat~trl,el"lt at the h,::.spital allowed my 
husband <t,:, be het~e) all the time; this was vet~y importal"lt." 
The .:;.ther pat iel"lt l"loted wi th appt~eciat i.:,n that "the 
aides ••• bring your family into it, too, so there's a 
Nearly all family members in hospice programs who made 
a relevant comment felt that health professionals should 
facilitate and encourage family members to help in caring 
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for the patient, either in the physical care or in providing 
emotional support. The majority of the family members in 
conventional programs who addressed this issue felt 
similat~ly. Examples of comments made include: "The 
administrator and the head nurse are very good about making 
us feel welcome as a family--they always smile when we come 
in;" "They let the whcole family go irl, gt~a1'"ldchildt~en go 
i1'"I--best medicine that he had;" arid the followi1'"lg lconger 
When she <patient} was first wheeled in there, one 
of the head nurses said, "We Just love to have 
families take an interest in these patients. 
There's nothirlg that pleases us mo:ot~e." Well, I 
discovered this was purely lip service. I soon 
found out they resented my being there as much as I 
was. They insisted on calling a big conference 
between the head nurse and our preacher and myself 
to reach an understanding. I had to bend on some 
things and they compromised on some other things. 
I slept on the sofa in the lounge because I would 
not leave him; they didn't mind. They were most 
cooperative ••• One nurse even found an empty 
suite .•• we had all our family coming down to give 
blood, and we needed that extra room. My husband 
liked having his children there. 
In the hospital they're so e~Qfg§§iQn§l, in the 
sense that they'd say, "Well, you gotta get out of 
here ncow." Well, het~e we ccould stay, except in 
extreme cases, like they'd say "Well, we have tco 
charlge he~~ and •• " B'.lt it was1'"I' t the bt~ush coff. Fcor 
instance, if you die in the hospital, well, that's 
the first th i 1'"lg they tell yo::ou: "Get o:,ut." That' s 
not how it was here ••• This is a way for a family to 
renew whatever they had as a family. 
The last respondent also commented on the idea of being able 
to help in the patient's physical care: "The~~e' s a strange 
morality today--suing; so the institution is reluctant to 
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let you help." R few family members told of how they had 
been allowed to bring in food for their ill relative. 
R somewhat surprising finding was that some family 
members were either ambivalent about health professionals' 
encouraging them to participate in their relative's care or 
were nQi in favor of this. Respondents who made remarks of 
this nature generally were those who felt unable to care for 
their relative at home. In a few cases, such respondents 
had been made by health professionals to feel guilty for not 
caring for their ill relative in their or the patient's 
home, such as the following two persons: 
One person at <program} said I didn't ~~ni him home. 
r said that had hurt me. Of £QY~~§ I wanted him 
home; my doctor said I £QY1~n~t take care of him. 
r felt like I Qyg~i to do all this care, but felt at 
the same time that I £Qy!~n~i, and to hear the 
professionals say r ~hQY1~ really made me feel bad. 
Riso contributing to some ambivalence about being encouraged 
to participate in the patient's care by the health 
professionals was the feeling on the part of a few family 
members that the presence of the family might actually be 
detracting from the quality of care received by the patient, 
because nurses were less likely to check on the patient. 
This theme was noted in Indicator 2R, Rvailability of Care, 
as well. 
The majority of the health professionals who responded 
held ldeal expectations that families should be encouraged 
by nealth professionals to oarticipate in the patient's 
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care. Two professionals did not feel this way, though. One 
was the same person who was reluctant to allow families to 
have say in the patient's care, and who clearly felt that 
families more often than not contributed negatively to 
health professionals' ability to provide quality care. The 
other pet~sr::'r, felt that a family's ce,y,tinual pt~eseYlce "kept 
the pat ient ft~om adJ ust i ng t.:, us." 
A few other health professionals were ambivalent due 
to their awareness of Just how difficult, physically and 
emotionally, the provision of care was on family caregivers, 
especially g!~§~ caregivers. Family members themselves 
noted this fact as well. Nearly without exception, the 
family members who were providing care at home for their ill 
relative, or who had done this at one time in the relative's 
illness, stressed the physical and emotional strain this 
caused them, and, in many cases, their own immediate 
families, such as their children and husband. 
One health professional who did support the idea of 
encouraging family members to participate in the care of the 
patient felt a simultaneous responsibility to help families, 
especially wives, ng~ to feel guilty if this care got to be 
too much for them, and ng~ to feel that they had to do it 
all therrlselves. 
Other health professionals' comments focused on 
efforts that should be made: to provi~e accommodations for 
family members who came from out-of-town; to institute 
flexible visiting hours and policies (except for one 
physician who continued to feel that children should not 
visit in the hospital); and to facilitate privacy for 
families and patients. One person stated: 
I think that's been the most exciting thing--I've 
seen such family involvement ••• Some are here 24 
hours, sleeping here with them all the time. And if 
it isn't, you know, the spouse, it's other family 
members. 
At the same time, many professionals reported that often 
379 
these were ideals, that there was room for much improvement, 
especially in the area of institutional support for opening 
up facilities to families, and in terms of difficulties 
imposed due to fire, sanitary, and other regulations (e.g., 
no families in the halls>. 
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InQ~£~tQ~_~~~ __ ~Ql~nt~~~_ln~Ql~~m~nt 
Examined here are respondents' expectations concerning 
health professionals' involvement of volunteers in the care 
of patients. As was argued in Chapter VI, Analytical Model, 
willingness to use volunteers represents an ascription 
orientation (pole 2). This is because such volunteers 
generally are lay people with no formal training in medicine 
or nursing; they are involved as a result of some personal 
attribute, such as desire to help. An achievement 
orientation is implied through an unwillingness to use 
volunteers; health professionals with this orientation see 
no one but the health professional as capable or qualified 
to provide care (pole 1). 
The data for patients, families, and most health 
professionals that pertain to this indicator consist 
completely of comments volunteered in the course of 
respondents' interviews; no direct question about volunteers 
was asked. The health professionals who were interviewed as 
the administrators of their respective programs are the 
exception. They were asked: "Are volunteers used here? If 
so, what are their functions? What are the training, 
experience, or other requirements for volunteers?" It 
should be clarified that expectations concerning the use 
only of volunteers directly affiliated with a program, or a 
desire to have volunteers affiliated with a program, were 
examined. 
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Table XLIII summarizes the responses of respondents 
with respect to whether or not their ideal expectation is 
that health professionals include volunteers in the care of 
the patierlt. Only one patient and four family members 
mentioned the use of volunteers; all of these respondents 
were from hospice program~. The patient remarked simply 
that she liked the volunteers, that they were "very, very 
rlice." Three e.f the fami ly members t~eported types of 
assistance they or their ill relative had received from 
program volunteers, including a volunteer who stayed with 
the patient on two occasions while the family member 
conducted personal business, a volunteer who stayed with the 
patient one night per week so that the family member could 
go to church (both of these family members were caring for 
their ill relative at home), and a volunteer from the 
he.spital whet gave the patieYlt "a lot of pleasure." This 
last volunteer "was there quite a bit; she even made visits 
e'llt here wherl she (pat ierlt) was at he.me." The fourth fami ly 
member did not describe specific tasks that were performed 
by the volunteers in the program where his wife had been 
cared for; he simply stated that the volunteers had been 
appt~eciated arid that "they rleed mQ!:§ voluYlteers." 
In addition to the health professionals (administra-
tors) who were asked specifically about their use of 
volunteers, four health professionals, all in conventional 
programs, made a comment in the course of their interviews 
fABLE XLllI 
INDICATOR 4E: VOLUNTEER INVOLVEI1ENT 
SUI1I1ARV OF RESPONSES 
BV RESPONDENT GROUP • 
PATIENTS FAI1ILIES HEAL TH PROFESSIONALS 1 
IConv~ntional Hospice TOTAL IConv~ntional Hospice TOTAL IConventional HospicR TOTAL 1 
1 (n=9) (naB) (N-17) 1 (n"20) (n"lB) (Na 3B) 1 (n"19) (n-20) (N-39) 1 
VOLUNTEER INVOLVEMENT n 7. n 7. n 7. 1 n :r. n 7. n 7. 1 n 7. n 7. n 7. I 
-------------------------1----------------------------------1----------------------------------1----------------------------------1 
I 1 
No 1 0 07. 0 07. (I 0%1 o 1.17. I) 
1 1 
Yes 1 0 07. 137. 67.1 (I 0% 4 
I 
No Relevant Comment 9 1 (HJ'l. 7 BB7. 16 94%1 20 100% 14 
* Percentages do not always total 1(1(17. due to rounding error. 
07. (I 
22% 4 
7B% 34 
0%1 
11%1 
1 
B9%I 
9 
9 
~% 
47% 
477. 
(t 07. 
5 25% 
15 751. 
14 
24 
37.1 
1 
367.: 
1 
627.1 
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383 
that indicated their feelings with respect to the use of 
veIl '.u'",t eel-'s. Two of these respondents noted with favor that 
their programs used volunteers; both of the others could see 
a role for volunteers and wished that their program would 
use them. 
Of the ten administrators, all five of the hospice 
administrators said volunteers were used in their programs 
(although one said the program was not well coordinated), 
compared to only two of the five conventional programs. Of 
the remaining three administrators, one was considering 
beginning to use volunteers, a second used an existing 
volunteer service through another agency, and the third said 
her agency did not use volunteers, and would not use them. 
Aoparently this was due to resistance on the part of others 
While hosoice programs clearly appeared to use 
volunteers more consistently in the care of their patients, 
it snould be noted that these volunteers cannot be 
five hos~ice programs specified various types and hours of 
~raining undergone by volunteers, as well as careful 
screening procedures t~at were in olace. This training was 
seen as essential not only for the volunteers to provide 
qual it/ =are, ~ut for the volunteers' own peace of mind and 
their COMfort in being with termlnally ill peoDle. 
ID£i£2t9~_~E~ __ ~~itg~i2_E9~_~~21~~tiDg_Ing_~g~ltn 
e~Qfg22A9!:!~1 
As noted in Chapter VI, Analytical Model, this last 
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indicator of the achievement--ascription-orientation pattern 
variable dlffers in perspective from the previous six. 
Instead of ascertaining the role expectation with respect to 
how the health professional is expected to treat Or evaluate 
the patient or other members of the role set, this indicator 
examines the expectation concerning how the patient and 
other members of the role set evaluate or assess the health 
Soecifically at issue is b2~ the health 
professional is to be assessed: (1) on the basis of his or 
her effectiveness, competence, skills and capacities 
(performance capacity), or (2) on the basis of his or her 
sex, age, intelligence, physical characteristics, or group 
mem:;et'ship (e.g., M.D., R.N.) (ascriptive q'.lalities). 
In Chapter VI, Analytical Model, it was stated that in 
the medical model, since the patient is expected to comply 
unquestioningly with the health professional, evaluation of 
the professional under this model likely would be ascribed, 
basec primarily on the health professional's position as a 
toetor or a nurse, or on other personal ascriptive 
~he ~atient is expectec to take a more active role in his or 
~a~ care, It was ~osited that the health professional would 
l:kely ~e evaiuate~ on t~e basis of performance capacity, 
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not simply position or qualifications as a doctor or nurse 
or other ascriptive characteristics such as sex or age. 
Table XLIV summarizes the pertinent responses of the 
patients, family members, and health professionals 
i l'"lt et'v i ewed. It must be noted that the distinction between 
ascriptive-oriented and performance-oriented role 
expectations was not always an easy one to make. 
0articularly troublesome were comments made by health 
professionals themselves that related to the health 
pr,:.fessiol'"lal's "qual i ficat i':')'"ls. " Such comments could be 
interpreted to mean that the health professional simply was 
expected to be licensed or certified (she is a nurse; he is 
a doctor), in which case an ascriptive orientation was 
in:erred. Alternatively, these comments could be 
inter~reted as meaning special skills and talents possessed 
by the healt~ orofessional t~at would contribute to his or 
her performance capacity (performance orientation). When 
t~ese difficulties arose, the full interview was returned to 
and the ccmment was reviewed in the context in which it was 
'Iiade. Also difficu:t to classify were comments that 
concerned personal characteristics of health professionals. 
T~e guideline used here was that if_~bg_Q~iill§rY_fQ£Y§_~§§ 
tQQ2g_£b§r§£igri2ii£2_§2_ib§y_gi~§£ilY_§ff§£i§g_ib§ 
~CQf~22iQ~§1:2_Q§r£§i~§g_§fi§£ii~§~§22_Q~_£QillQ§i§~£§_i~_i~§ 
2rQ~i2iQ~_Qf_Q~§lit~_i§r~i~§1_£~r§, tney were classified as 
performance oriented characteristics. 
lAllLE. XLIV 
INDICATOR 4F: CRITERIA FOR EVALUATION 
SUMMARY OF RESPONSES 
BY RESPONDENT GROUP • 
PATIENTS FAMILIES 1 HEALTH PROFESSIONALS 
IConv@ntlonal Hospic@ TOTAL IConv@ntional Hospice TOTAL IConventional Hospice TOTAL 
CRITERIA FOR I (n a 9) (n~8) (N-lll I (n~20) (n a I8) (N-38) 1 (n-l9) (n~20) (N-39) 
EVALUATION 1 n 7. n 7. n 7. 1 n 7. n % n 7. 1 n X n % n % 
-------------------------1----------------------------------1----------------------------------1----------------------------------: 
1 1 1 
Performanc@, Comp@tenc@ 4 44% 6 75% 10 59)(,1 16 80% 16 89% 32 84%: 16 84% 20 1(0)(, 3b 92)(,1 
1 1 1 
Ascriptiv@ Qualtties 2 22)(, 2 25)(, 4 24%1 10 507. 2 117. 12 327.1 ~% 7 35% 8 21%1 
1 1 
No Relevant Com~ent 4 447. 137. 5 29%1 2 107. 2 117. 4 117.1 3 167. 0 0)(, 3 8)(.1 
1 
• N's do not sum properly and percentages do not total 100% due to multiple responses. 
(,oj 
OJ 
(I'l 
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Most apparent on first glance at Table XLIV is the 
finding that some patients, family members, and health 
professionals evaluated health professionals in ~Q~b ways--
in terms of their performance (competence, skills, training, 
and experience) ~n~ their ascriptive qualities. It is for 
this reason that the n's and percentages do not sum to 100% 
within the three respondent groups. While the Analytical 
Model called for a choice between the two poles, such a 
choice was not possible; these respondents included both 
types of evaluative comments in their responses. 
A second finding is that, with the exception once 
again of patients in conventional prograMs, relatively fewer 
respondents made no comment relevant to this indicator than 
was t~e case with other indicators. To facilitate further 
comparison of the t~ree groups, however, respondents who 
made no relevant comment are excluded from the discussion 
that follows, and the percentages reported are adJusted 
accordingly. 
Among t~e patients who made relevant comments, 80% of 
those in conventional programs evaluated health profes-
sionals in ~erMS of their performance and/or perceived 
competence and skills, compared to 86% of those in hospice 
programs. Forty perce~t of tne patients in conventional 
programs used ascribec criteria, compared to 29% of the 
~a~ients In hosoice programs. When botn grouos of patients 
who made relevant comments are comblned, 83% evaluated 
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health professionals in terms of performance criteria, and 
33~ evaluated them using ascribed criteria. 
Performance-oriented comments by patients included: 
"She krlc,ws what she's d,:d rig;" "My de,ctors at~e go.:.d, all but 
c.rle; II "The r,urses at~e gCII:.d;" "They take w.:.r,derfl.ll care of 
y,:,u he'r~e;" "S,:,me pe':'ple have a krlack fc.'r~ bei ng a rlllt~Se, and 
Two patients described doctors who had 
misdiagnosed their disease, and two others commented on 
havirq;;j received either "g.:.c.d" .:.r "pc,,:.t~" surgical 
,:.pe'r~at i c.rls. 
Two patients who made ascriptive-oriented remarks 
focused on the gender of the health professional. One 
stated he didrl't K.l'IC'W his dc.ctc.t~S well because "It's hard 
The other said, "I 
The asct~ i pt i ve 
quality of physical strength on the part of a nurse was 
valued positively by a patient, and another patient felt it 
was a b,:,,:.st to have "yctl.lrlg pec.ple interested--it gives y'::OIJ 
Among family memDers in conventional programs who made 
relevant comments, 89% mentioned achievement (performance)-
oriented criteria, and 56~ mentioned ascriptive-oriented 
Interestingly, among the hospice families, all 
who made relevant commen~5 had performance-oriented role 
expectations; only 13% had ascriptive oriented role 
ex pect at i ,:.r,s. Combining the family groups yielded 94% of 
389 
those who maCe relevant comments mentioning performance 
criteria, compared to 36~ mentioning ascriptive criteria. 
Performance oriented expectations by family members 
trail"'led," "skilled in handlil"'lg emoti,:,nal 1'leeds, II 
II kl'"lc,w ledgeabl e, II "ex peri e1'lced," II specially trained in fami ly 
l"~eact i':'1'ls," whe, rllade (or did l"'I,:,t make) a correct d iag1'losi s, 
and who did (or did not) refer the patient to a specialist 
soon enough. Also included were comments about 
pr,:.fessiol"'lals wh,:, were "pat iel'"lt, easy-gc,i 1'lg type people," 
who:. had a "tale1'lt fc,r cal"~i1'lg for c,ld pec'ple," who had a 
"able t,::o wc,t~k fClt' death," wh,:, had a "ccortlpassionate 
capacity," wh,:, wet~e "special pe.:.ple, II and wh.;:. had "sc,methil"'lg 
These comments, then, 
focused botn on medical/nursing skills and on interpersonal 
and personal skills and capacities. 
Ascriptive-oriented expectations concerned health 
pt',:,fessi'::Ol"'lals whc, were "yc'I.lng" (t,:,o young), "immat'.lre," 
1I,:oldet~," (valued pc,sitively f,::ot~ theit' maturity), "males, II 
(who this respondent felt should not provide personal care), 
whc, "had theit~ degree," al"'ld whc' were (.:,r were 1'IOt) 
A ' , .. .I. 
corllfllents, 
of the health professionals wno made relevant 
whether they represented a conventlonal or a 
Ascriotive 
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criteria were mentioned by only 5~ of the health 
professionals in conventional programs who responded, yet by 
35~ of those in hospice programs. A total of 21~ of the 
conventional and hospice professionals, combined, used 
ascriptive criteria. 
Performance-oriented expectations centered around 
general technical and interpersonal skills, training and 
experience as well as specific training and understanding 
with respect to death and dying, pain control, and the 
possible needs of terminally ill patients and their 
families. Havil'"lg the "right pel"~sl:lnality," clr the "right 
attitude" CIl"~ beil'"lg the "l"~ight type elf pel"~son" was also 
mentioned by several health professionals, as was the need 
f.:I\"~ havil'"lg a "gocld, iY"ltegrated persol'"lal phill:lsophy clf life 
and death" al'"ld 1'"11:,t beil'"lg afraid ,::of death ,::or aging, beiY"lg 
~motionally strong and stable, being self aware, and being 
capable of making independent decisions. Having 
"spir~ituality" 1::Ol"~ "faith, II CIl"~ "being a Chl"~istian," alsl;:' was 
mentioned by a few professionals. 
Ascl"~'J. pt i ve qtla 1 it i es i "("Icluded bei ng "i Y"lte 11 i geY"lt, II aY"ld 
beiY"l!; "crf~deY"ltialed" clr haviY"lg a degree, liceY"I'i:".e, 
cer~tificatil:ll'"l, CIl"~ "qualificatil:ll'"ls" (e.g., R.N., or B.A.>. 
3'31 
This indicator, the first of three related to Parsons' 
Self-Collectivity Orientation pattern variable, concerns the 
health professional's relationship with the patient. 
Specifically, it addresses the issue of whether the health 
professional's welfare (self, pole 1) or the patient's 
welfare (collectivity or service orientation, pole 2) is 
pararnc1ur.t. 
As noted in the description of the analytical model 
for this research (see Chapter VI), both the medical model 
and the hospice model appear to prescribe that professionals 
have a collective orientation; both models fallon the 
collective-oriented pole. It was earlier posited, however, 
that health providers in conventional (medical model) 
programs may be less collectivity-oriented than those in 
hospice programs. This was not borne out in the data, as 
will be discussed below. Table XLV depicts the responses of 
the patients, family members, and health professionals 
interviewed with respect to this indicator. 
A look at Table XLV reveals, not surprisingly, that 
none of the patients or family members held an ideal 
expectation for health professionals to be self-oriented, 
that is, to consider tneir own self interests before those 
of their patients. In fact, many of these respondents 
specifically stated tnat healtn professionals wno were doing 
this f.(.il'"ld I:.f w.:.t~k " s ir.lply because it's a J.:.b" or for pt~I:.fit 
TA~LE XLV 
INDICATOR ~A: MOTIVATION OF HEALTH PROFESSIONAL 
SUMMARY OF RESPONSES 
BY RESPONDENT GROUP * 
PATIENTS FAMILIES HEALTH PROFESSIONALS 1 Conventional Hospice TOTAL IConventional Hospice TOTAL IConventionill Hospice TOTAL 
MOTIVATION OF HEALTH 1 (n~91 (n-81 (N-171 1 (n-201 (n-181 (N-381 1 (n-191 (n-201 (N-391 
PROFESSIONAL 1 n % n X n X 1 n % n % n % n % n Yo n X 1 
-------------------------1----------------------------------1----------------------------------1----------------------------------1 
1 
Self (Health (I OX 0 0% 0 0%1 0 
Professional Firstl 1 
Collectivity 4 44% 4 SOh 8 4n: 15 
(Patient First I 
No Relevant Response 5 56% 4 SOh 9 53~.: 5 
* N's and percentages do not sum to 100% for the health professional 
group due to the mention o~ the need for both a self and a 
collectivity orientation by a total ot 12 health professionals 
(4 conventional, 8 hospicel. 
(1% 
7SX 
25% 
0 OX 0 0%: 7 37% 14 70% 21 54X: 
I 
1 
14 78X 29 76%: 13 68% 1~ 7~% 28 72X: 
1 
4 22~ 9 24%1 4 21% 5Yo S 13%1 
(..J 
~ 
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motives were undesirable. Notable, once again, is the high 
rate clf "YIO releval'"lt commel'"lt" amoYlg pat ients (about hal f of 
the sample), and the fairly high rate among family members 
<about one-fourth). There appears to be little difference 
among patients or family members in conventional, as opposed 
to hospice, programs. 
Among the patients and family members who did make 
relevant comments, there was a strong expectation for health 
professioYlals who are "helpful," who are "sincere," who are 
"interested in their Jobs," and who give priority to 
patients' and families' needs and schedules, not their own. 
Examples of comments made by patients include: "Anythil'"IQ 
that she can do, she'll be glad to do it, willing to do it; 
you WOYI't have to tell her a second time;" "Everything is 
for the patient;" "8clme staff waYlt a strict routiYle tCI keep 
order, but I find that there are people who are ••• willing to 
give their time Just to be with the patient; the patient can 
tell if this is artificial or genuine." One man said that 
when he needs pain medication, "If I get a hold of one and 
there's a whole flock of 'em, nobody listens; if they were 
busy, I cc.uld uYlderstand it. II These health professiol'"lals 
apparently are more interested in talking among themselves 
than serving patients, from this man's perspective. Another 
man reported that he had been admitted into the hospital for 
tests and kept over the weekend, yet no tests were done on 
the weekend. This was valuable time for him that he felt 
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was wasted in order to meet his doctor's or the hospital's 
scheduling needs. Another patient, too, noted with disfavor 
the regimentation of the hospital staff, which was suited to 
their needs, not his. 
Family members' comments included: "They gave any 
help they could;" "Here they seem to take more pains to find 
out what to do to help you and things; a lot of it is. the 
attitude;" "They were absolutely devoted and really went 
beyond the call of duty;" "They have to ~~ni to take care, 
to give tender loving care;" "Those people were hand-picked; 
they were not working for the money they were making, and 
that's urlique;" "They gave support every way that they 
cc,uld; the atteY'ltion they give is genuiY'le;" "They should be 
irlterested iY'1 the person not Just because of the bill;" 
"Toel marlY people are in it Just for a Job--a way of earY'lirlg 
a living; some would go to that extra effort to help, but 
fClr some, it was Just a Job;" "Nurses should do everythirlg 
they can fClr the pat ieY'lt;" "Doctors shouldn't th iY'lk about 
the m1jrley they carl make;" "They'd call up Sunday and say get 
your wife in this afternoon, which we did several times; 
they'd schedule without notice to us--bone scans and liver 
scans;" "The doctors there have a fraternity where if 
sc,rnebody makes a mistake, nQQQg~ wi 11 cri t ici ze." Finally, 
one woman noted, "The only thing my husband complained 
about--he understood, but it was hard for him--the students 
have to learn and observe, and it was hard for him to answer 
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the same questions over and over again ••• At (hospital) there 
were five students in there all at one time." The priority 
there was teaching students, not caring for the patient, she 
felt. 
Returning to Table XLV to examine the responses of the 
health professionals, it is important to note first that the 
sample sizes do not sum to their proper totals, nor the 
percentages to 100~. This is due to responses by some 
health professionals <four from conventional programs and 
eight from hospice programs) indicating that gQth a self 
orientation and a collectivity, or service, orientation are 
essential for the provision of quality terminal care. This 
was an unexpected finding, as was the finding that nearly 
twice as many hospice professionals indicated the need for a 
self-orientation, either solely or in conjunction with a 
collectivity-orientation. 
momentarily. 
These findings are discussed 
Another difference between conventional and hospice 
professionals was that in response rate: one-fifth of the 
professionals from conventional prograMs compared to one-
twentieth of the professionals frOM hospice programs made no 
response relevant to this indicator. In addition, hospice 
professionals making relevant comments tended to make a 
greater number of such comments than did profeSSionals in 
conventional programs. 
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The finding that several health professionals asserted 
the need for a self orientation on the part of the health 
professional in order to assure the provision of high 
quality care was surprising. Responses of professionals 
from conventional programs who asserted the need for a self-
orientation (only or in addition to a collectivity-
orientat ion) iYlcluded: "They must be able to recogni ze what 
thei r OWYI Yleeds are so it isn't Just a one-sided effort;" 
"We pay our nurses two dollars aYI hour less than in the 
acute hospital setting; people don't live on cOMmitment 
alcIYle;" "You must take care of yoursel f and your own 
feelings; only then can you deal with patients and accept 
them where they are and what their feelings are;" "They'll 
never keep me at the salary they're paying; it's valuable 
experience, but I don't feel I have to sacrifice myself for 
the professioY.;" "They tell us to punch out before fi nishi Ylg 
our work for the day (due to financial constraints>; no way 
aYlyoYle wi 11 do that;" "You feel best wheYI you've takeYI care 
clf the pat ient, the fami ly, and yoursel f. " 
Hospice professionals made the following types of 
comments related to the need for a self orientation (only or 
in addition to a collectivity-orientation): "We haven't 
really talked about the needs of §tsff--the staff needs time 
off, support, chances for continuing education;" "Staff need 
to be able to ventilate;" "They have to have some kiYlds of 
outside activities 2tbg~ than work ••• (at the same time> they 
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must be interested not in meeting only their own 
needs ••. they Y"leed a williY"lgl'"less t,:, give;" "DealiY"lg with the 
terminally ill and the chronically ill is different--burnout 
potential for stress is very high, for burnout is very high; 
it's impc'~'taY"lt that we help each ,:,thet'j" "Y,:,u get so rOI.lch 
ft',:,m these pe':'ple ••. Y':".l get n1c't~e thaY"1 Y,:,I.l give." 
These comments of heal~h professionals that relate to 
an exoectation for a self-orientation seem to point to a 
need for such an orientation for one of two primary reasons: 
for an adequate standard of living and an adequate salary, 
give quality care to patients. 
Responses of health professionals in conventional 
programs that were classified as indicating an ideal 
expectation for a collectivity orientation include: "They 
must be interested in the front line and want to work with 
t~t~ri1il'"lal1y il:;' patieY"ltsj" "They sM,:'I.lld have the pnil,:,s':'phy 
tha"1; the patiel'".t c,:.mes fit~st;" "With the termll'"lally ill, 
"Staff sh,:,uld have flexibility and helpfl.llY"less;" "The gc,al 
is to give tne patient tne best treatment possible; tne 
patient is f1rst and foremost; however, they don't always 
1· ~ • II . , lrl'Oc.t~t ant j " ":Y!eet t ne 
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Responses of healt~ professionals in nospice programs 
that reflected an ideal expectation for a collectivity 
orientation include: "Bewat'e the prc.f i t mc.t i ve j" "They rleed 
tc. warlt tc. give;" "I see pec.ple rlc.t J1.lst g.:<1rlg the extra 
rllile, but the extt'a five miles;" "They sh.:.uld have persc.rlal 
dedicatIon and should have done some real soul-searching on 
why they't'e irltergsted il'l w.:.rkirlg with these patieY"lts;" 
"There are an awful lot of self interests in the hospice 
mc,verneY"lt j this is the sirlgle biggest pr.:.blemj" "NI.It'ses 
should have unselfish motives, should be able to offer 
pe.:iple somethiY"lg--irl listenirlg '::<1" irl physical assessmeY"lt." 
In summary, all three groups--patients, families, and 
health professionals--appear to hold an expectation that the 
healt~ professional should be service-, or collectivity-, 
Several health professionals, however, and 
particularly those associated with hosoice programs, note 
the need for a self-orientation as well; many of these 
profess:onals argue tnat such an orientation is necessary as 
a means to prevent burnout, thereby enabling the 
j:lt,.:.f:?ssi,:.nal t,:. be helpful t.:. the patierlt, t.;:I "gc. abc.ve arid 
beym":d the call cd duty." In other words, while there is 
agreement that tne health professional should be oriented to 
set'vi'ng the patient, it rllay be that i· .... ct'der to d.:. this, the 
~rof:?sslonal mus~ meet nis or her own neecs as well, eitner 
first, or simultaneously. 
that even a s:?lf-orlenta~ion for an lnCrgSSec salary could 
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ultimately contribute to the health professional's ability 
to provide quality terminal care in the sense that his or 
her morale and/or self esteem would be improved. 
It should be noted that while it appears in Table XLV 
that none of the patients and families interviewed were 
cognizant of health professionals' needs and their needs to 
have these needs met, this is slightly misleading. Although 
it is true that none advocated a primarily self-orientation 
on the part of the health professional, a few respondents 
did note, albeit indirectly, that health professionals had 
needs, too. Such comments sometimes were made in 
conJunction with statements relating to Indicator la, 
Interpersonal Relationship (affective involvement) 
concerning the need for health professionals not to get ~QQ 
emotionally involved with patients for the sake of their own 
mental and physical wellbeing. Similarly, comments were 
made in relation to Indicator 2C, Availability of Care by 
some patients and families who noted health professionals 
often were not as immediately available as the patients and 
families would like due to understaffing and underpayment. 
Examinee in this indicator is the role expectation 
with respect to the need for health professionals to 
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(1) function separately, individually, or (2) coordinate 
tneir efforts, to communicate, to work together, and/or to 
be a "team." Health professionals who function separately 
and independently are seen as self oriented (pole 1). 
Health professionals who coordinate their efforts and are 
supportive of one another are viewed as being collectivity 
oriented (pole 2). Table XLVI summarizes the findings with 
regard to this indicator. 
As shown in this Table, not one of the responden~s 
a~vocated a separate approach, or a self orientation; all of 
t~e persons who made relevant comments advocated 
commun:cation, coordination, and consistency among the 
health profess1onals involved in a given patient's care. 
The number of patients who made any relevant comment, 
however, 1S very low: only two (one conventional and one 
hospice) responced. Over half of the family members 
interviewed commented on this issue, although nearly twice 
as many hospice as conventional family members noted the 
desirability of coordinated health professional efforts. 
7his issue appeared to be most salient for health 
profess:Qrals themselves: 92% of them made a relevant 
commer: (a:1 of ~he hospice professionals, and 84% of the 
conver~lonal ~rofessionals). As has been tne case w1tn 
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other of the role expectatlon indicators, hospice 
professionals tended to make a greater number of 
classifiable comments (here, to mention more types of 
desirable collaborative efforts) than did conventional 
Of tne two patients who made relevant comments, one 
~~efe~'~~ed pc,sitively t,:. the "team app~~c'ach" t,:. care. The 
,:,the~~ felt forustrated becal.lse "there's s':' Much conflict 
bet weer, dc,ct,:,rs. II 
The responses of the five family members representing 
conventional programs who made relevant comments all 
concerned the lac~ of communication among health 
This communication gap was reported to occur 
between outgoing and incoming shifts of nurses within a 
program or between professionals from different disciplines 
or departments, eithin wit~in or external to the given 
pt~::lg ~~a °11. 
Most of the comments of the family members represen-
ting hospice programs also focused on communication (or the 
lack ~hereof) among tne various health professionals, often 
among the numerous doctors who happened to be involved in 
tne patient's care. Or,e mar, said that he had had "three of 
his wire, and 
none ~~ew wnat the other was doing; one would order a bone 
scan, and the others would not know this and order another. 
want the three of you to get together and coordinate this 
thing. II IY"I aY"lother case, "Altc'gether there were Y"line 
physicians ••• they did bone scans, liver scans, 
was ••• in charge. He made 
daughter commented on the need for communication between 
doctors and nurses: 
Dr. was willing to listen to the nurses. 
Sometimes tnere can be a communication gap. The 
doctor sees the patient for 10 or 15 minutes, fills 
out an order, and then the nurses corne. Nurses care 
for the patients. Sometimes the nurses would see 
things, sometimes I would see things, and the nurses 
really needed to get back to the doctor in order to 
change something. And Dr. listened to what was 
going on ••. Some doctors are unresponsive to the 
nurses. Hopefully doctors and nurses communicate; 
it should be a two-way communication ... The nurse 
needs to take more initiative in communicating with 
the ClClctOt~. 
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This same woman also reoorted on communication between the 
home health nurses and the hospital nurses: 
The other thing that amazed me was the communication 
system that I was able to detect and become aware 
of~ the fact that the (horne health) nurses would 
corne in and talk to the nurses on the <hospital} 
floor. There were a lot of gaps filled; it was 
really a team effort. 
Another family member, too, talked positively of the 
"team." One person described professionals who were open to 
C:id. 1I Finally! a family member was pleased that the doctor 
~ad arranged for horne health nurses to jecome involved. 
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Health professionals in conventional and hospice 
programs alike talked of the desirability of positive and 
supportive working relationships between physicians and 
nurses, nurses and aides, nurses on the same shift and on 
different shifts, aides on the same shift, administration 
and staff (including physicians, nurses, and aides), the 
"staff" or the "team" in general, and finally, between their 
agency and other agencies or organizations. Most common 
were cc'mmerlts that concerned the need for: (1) all "staff" 
or the "team" to work together; (2) physicians who were 
"interested," "supportive," "involved," and "not resistive;" 
and (3) support for the health professionals from the 
administrat ion. 
Examples of the comments made by professionals in 
conventional programs were: "The most important thing is to 
have a consistent, coordinated team approach, with no 
disagreements;" "The doctor was real resistive ••• he'd come 
back with "She really shouldn't be at home;"" "If there had 
been more communication between the nurse and the doctor, it 
wc,uld have saved a lot of bad feelings between everybody;" 
"There should be a consistency between everybody; there's 
nothing more confusing to the patients and family than if 
everybody has a different goal, and it's not :t.tl~i!: goal;" 
"Teamwork--all aides working together;" "A positive attitude 
of superiors toward staff;" "When other departments 
accommodate what I ask for and do their Job;" "There was 
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a lot of disagreement between doctors and nurses concerning 
what the treatrner,t sho:ot..lld be fCot~ this patierlt." 
Examples of comments made by hospice professionals 
"YOI.1 have tco be a teanl wo:ot~~.et', very 0:0 perl to:o 
others; it can become a problem for burnout if you feel you 
at~e ~:::!@ pet~sorq" "Staf'f s:.ho:ot..tld be philcoscophically tcogether;" 
"They sno:ol.lld wo:ork well with cothers arid feel ccornfcot~table with 
o:.thet~ rlurses takirlg calls c.n their patieY'lt;" We have a gCIO:od 
w.:ot~j.(.iY'lg l'~elatio:ol"lship with the doctcors;" "GettiY'lg the gel"'leral 
duty nursing person involved, understanding what hospice 
cal'~e is;" "We try t 0:0 keep in go:oc.d CO:'Y'lt act wi t h t he pat i el"lt' s 
physicial"1 SCo they kl",cow what's going 0::01"'1;" "Cc.mml.lnicat io;:1Y'I 
between doctors, tne community, the hospice nurses ••• Doctors 
are finally beginning to understand it's not a personal 
affront for one of their patients to die; some are beginning 
ncow to:o WOt'~. as a team with the nurses;" "Getting the do:octor 
involved, the autnority figure (to the patient) who says 
thil'lQS at'e gcoing well;" "Gcll:od care is a very fllJid al"ld 
coooerative team effort, where each relevant discipline is 
aware c.t~ made awal"e cof ho:ow they may help;" "The staff 
suoports each other; there's no bickering; personal proolems 
are so:olved t'ight away;" "One problem is with cother agel"lcies: 
there seems to be a lot of territoriality, holding onto 
space;" "The adfJ1il"listl'~atio:ol"1 is sl.lpOot'tive, cope)".;" "The 
hospi~al ~as provided lots of care tnat's not caid for--lf I 
ask f.:ot' it, I'il get i~~ if it's needed for ;:Jat ient cat'e:" 
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and "We have an administration who knows the program ana its 
philosophy, who backs up the staff by giving extra staff, 
who trusts staff Judgments, and who provides a caring 
Closely interrelated with Indicator 58 
(Interprofessional Communication) is this indicator which 
concerns t~e role expectations with respect to the status 
relationship between health professionals. As discussed i rl 
the previous section, within the responses relevant to 
Indicator 58 that were made by a few families and several 
health professionals is evidenced a strong conviction with 
respect to the need for health professionals to relate well 
with one another. Several comments pertained to the idea! 
expectation that doctors should listen to and work 
cooperatively with nurses. Included among many of these 
comments were statements about the roles and authority of 
phYSicians and nurses in actuality as compared to the ideal. 
It may be recalled that no respondents seemed to feel that 
health ~rofessionals should ngi communicate and coordinate 
Rt the same time, there is the question of 
who should make the final decision, who should be in charge. 
SMould tne cecision be made as a group or team, or oy an 
ir:divld:.\al, usual~y a physlI'::iar,? This indicator looks at 
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those comments that dealt §2§£ifi£§11~ with this question of 
decision-making and authority. 
In the medical model, the physician clearly is the 
authority figure in both the ideal and the real sense. In 
the holistic model of care, ideally all disciplines involved 
have equal input to decisions, and the decision is made as a 
gr':".lp. In pattern variable terms, the team approach could 
be seen as a collectivity orientation; the hierarchical, 
single professional as decision-maker approach could be 
viewed as self-orientation. 
In most instances, the comments made by respondents 
focused on authority and decision making in the nurse-
physician relationship, although a few related to the 
administration-staff relationship or the nurse-aide 
t'e 1 at i ,:,nsh i p. Taele XLVII displays the findings that 
concern this indicator. 
A note is in order with regard to the classification 
of comments as representing an ideal expectation for either 
groue/team decision making or hierarchical, single 
professional decision making. The distinction between the 
two categories is one of degree and emphasis. 
respondents whose comments were classified as advocating 
groue decision-ma~ing, there still was clear, usually 
s~ated, acknowledgement of the continued primacy of the role 
of the physician. That is, wh i let hese t~ese':"ndey",t s' idea I 
was one of physicians cooperating with nurses, following 
TAl<L~ XLVI I 
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through with nurses' recommendations, there continued to be 
ackn.:.wledgemeY'lt that physiciaY'ls "write the corders;" the 
ideal, therefore, was to get the physician or administrator 
to write orders based on and following the assessment and 
recommendations of the nurse. Similarly, respondents' whose 
remarks were classified as indicating a preference for a 
single decision-maker or authority figure did not advocate 
that this decision-maker make treatment decisions in a 
vacuum; they simply felt that responsibility and control 
should rest with this one person. 
As shown in Table XLVII, none of the 17 patients 
interviewed, and only about one-fifth of the families, made 
specific comments with respect to who should make decisions 
in thei·r care. This was surprising, in that the sense 
obtained when reading the interviews was that a maJority of 
both patients and families clearly placed their doctor(s) in 
the role of decision-maker and considered their doctor as 
the most important health professional. This sense may be 
due in part to the number of patients and families who 
expressed a desire for the doctor to visit the patient 
frequently, as discussed in the section describing the 
findings with respect to Indicator 2C: 
these comments were classified. 
Availability, where 
Among the families who did make comments classified 
here, all four family members from conventional programs 
seemed to express an ideal, or at least accept that the 
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physician be the decision-maker, be in charge. These 
respc,rtderlts rioted that "The nUl"~se shc,uld f,:,llc,w the doctc'r's 
c,rders," "The r"_n~se was auth,:,t~ized by the dc,ctc,t~ to:, do 
that," and that "NI.lrses carl't d,:, sc,me thirlgs, like write a 
prescriptic'Y"1 f,:,r cathetet~." 
The families representing hospice programs and who 
made relevant cOMments were divided in their ideals. Two 
expressed a preference for primacy on the part of the 
physiciarl (e. g., "Nurses shc,uld foll,:)w dc,ct,:,rs' c'rdet~s"), 
while three family members seeMed to prefer a More 
egalitarian approach either between physicians and nurses or 
among the nurses involved in a case. One of these three was 
quoted in the previous section describing the findings with 
respect to Indicator 58, where it was noted that she said, 
doctors and nurses communicate; .+ 1 ~ 
H':'pefu 11 Y 
should be a two-way 
c,:,mml.lnicat iorl. " The second family member commented with 
admi rat i,:,rl that "The y""_l"r~ses cc,roW1I..1Y"1 icat ed wi th the d,:,ct,:'t~; 
they wererl't afraid C'l"~ artythiY"lg!" The third family member 
whose response was classified here commented on the fact 
that the private duty nurses she had hired had felt that the 
home health nurses of the agency that was involved had 
"lc,oked dc,wn orl" therll, and that she felt this status 
differential was inappropriate. 
Nearly three-fourths of the health professionals 
interviewed Made comments that were classified here, an~ 
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those who did not were divided fairly equally between those 
representing conventional programs and those from hospice 
programs. The expectations of the health professionals did 
appear, however, to be associated with the type of program 
they represented--conventional or hospice. Whi Ie all or 
those from hospice programs who made relevant comments 
expressed group or egalitarian decision-making as their 
ideal, those from conventional programs were split equally 
in their ideals for egalitarian 'Is. hierarchical authority 
and decision-making. 
Ten of the professionals in conventional programs 
commented specifically on the physician-nurse relationship, 
with four indicating that one person (and implying this 
person should be the physician) should be the decision-maker 
and six expressing a preference for a more egalitarian 
relationship between the physician and the nurse. Examples 
of the comments classified as indicating a single person 
decision-making approach included: "There should be a 
primary caregiver wh,:, C,:oo:,rdinates care;" a"("td that of a 
physician, who stated: 
There should be a core of nurses who will see to it 
that the guidelines established by the physician are 
handled properly ••• If a committee makes decision 
rather than a person, it is my opinion that the end 
result will suffer. The best system is where a 
single, senior, mature person is in charge and 
authority is delegated in that manner. 
Examples of comments indicating egalitarian 
relationsnips as the ideal include: "We 'lave t,:, have si g"(ted 
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doctor's orders for all services at all times; we can't even 
did come around, after good documentation and constantly 
very good, accepting our assessment and recommendation ••• 
Good care is having adequate doctor's orders to handle the 
In the hospital, I never felt as free to suggest a 
lot of things as I do here because you have to check 
with doctors frequently about orders before you do 
anything. Here, many times ••• again, they h~~§ to 
rely on me--physicians aren't seeing them;, and they 
really have to rely on your assessment of things and 
what you think ought to be done ••• The independence 
that comes with home nursing makes it easier. 
The nurses' input is really very important and well-
synthesized in making a decision, but it is the 
ultimate decision of the physician ••• Here, it's not 
at all a dictatorship, it's not at all the kind of 
hospital where the physician comes in, writes his 
.:.t~ders, arid d.:.esY"I't tal k t.:. the l"11.n·~ses. I dc.rl't 
stand up when a doctor walks into the room. I call 
them by their first names, they call me by my first 
name, unless it's a staff physician, which I call by 
their last name, Dr. ___ , out of respect, and they 
call me Mrs. 
Four prof2ssionals in conventional programs commented 
on the relationship between the administration and the 
staff, one of whom noted that an egalitarian relationship is 
pt~eferable : II I try nc.t to rl.lffle staff by c.vert~idirlg 
them •.• we have good relations here, and I don't want to hurt 
them. II The c.thet~ tht~ee seerlled tel accept arid feel 
comfortable with the administration-staff hierarchy. 
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Following are some of the comments made by hospice 
professionals, all of whom espoused the merits of 
egalitarian relationships between (1) physicians and nurses, 
(n=11), (2) between nurses and aides (n=3) and (3) between 
the administration and staff (n=1). 
When a patient is uncomfortable, it is very 
frustrating. There is not much you can do without a 
physician's order ••• Whether he will accept our 
(nurses') suggestions depends on how secure he is. 
It's been real exciting because we see things that 
need to be done here and we can get an order for 
them ••• Letting doctors know that the medication 
isn't adequate, and their being real good with their 
assessments and following through with our 
recommendations. 
As Medical Director, I dOY'I't loe.k at mysel f as "top 
dog" as they do in EYlglaY'ld. In meetings, I rely on 
other members. By law, I ultimately make decisions, 
I have to write the order. Usually the team tells 
me enough. 
Our team meetings are headed by the (nurse's) aide 
because they're in direct contact with that person 
and can be very influential in what happens to the 
person. Also, they are one of the best resources in 
terms of information about the person. 
Additional commments included: "There's no hierarchy in our 
team; I dOYI't see it at all;" "The administratie.n treats the 
staff as equals;" "The phYSician is always the fiY'lal 
decision-maker in the hospital ••• the idea is to B§l him or 
her to write an order;" "Nurses get burned out and 
frustrated by the demaYlds of doctors." 
What is clear from the statements made, particularly 
those of health professionals themselves, is the continued 
primacy, in reality, of the role of the physician. As one 
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respondent said, liThe doctor in our society still has the 
golden word. II This was the case regardless of the ideal 
expressed, and appears to be a result of the physician's 
sole legal authority to perform certain tasks, such as the 
writing of prescriptions and orders. 
Furthermore, it appears to be precisely because of 
their legal authority, specifically in the arena of the 
writing of prescriptions and orders, that many respondents 
feel the doctors' working as a team with the nurses 
is critical. If, for example, prescriptions for appropriate 
and adequate pain medication cannot be obtained, from the 
point of view of many health professionals and family 
members, the quality of care that can be given to the 
patient is seriously Jeopardized. Recall the statement made 
by the daughter (quoted in the previous section, Indicator 
5B) concerning how much and why she appreciated the doctor 
who would listen to the nurses' recommendations concerning 
her mother's care. The rationale for minimizing hierarchy 
between RNs and aides and between administration and staff 
is similar. 
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InQi~~iQ~_~Q~ __ E~Qf§~~iQn~l=E~ti§nt_~Qntin~iiY 
This indicator was created after the Analytical Model 
had been developed because a satisfactory category for 
comments that addressed respondents' ideals and preferences 
with respect to the continuity of th~ professional-patient 
relationship could not be found. As expressed in the 
comments of respondents, the ideal could be either: 
different professionals to be involved in a given patient's 
care, or (2) for the same professionals to be involved 
throughout a patient's care. It is posited that the latter 
option represents a collectivity orientation, and the 
former, a self-orientation, in that the principal reason for 
having different professionals involved, at least as 
described by these respondents, is protection (decreased 
stress) of the health professional. 
Table XLVIII summarizes the responses of those 
lnterviewed. The response rate was not high for any of the 
three respondent groups: only 6~ of the patients, 26~ of 
the families, and 54~ of the health professionals made 
relevant comments. Nonetheless, the issue of continuity 
seemed very important to those who did raise it, and it was 
decided that the issue should be examined separately. 
Only one patient, who happened to be in a conventional 
program, made a comment relevant to the notion of 
professional-catient continulty. 
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(hospital>, they assign me one doctor, and he graduates, a~d 
I get another with a radically d i ffere ..... t clpi niclYI. " 
Five family members in conventio ..... al programs made 
similar comments, one of whom was a relative of the patient 
above. This man stated: 
At (hospital>, they have too much of a perso ..... nel 
change. I've ..... ever spoken to the same doctor twice 
in a row. They come and go ••• I must have discussed 
his case with six or seven doctors when he was 
there. 
The other family member was not particularly pleased with 
the fact that "There were different home ..... ursing girls every 
time, except one who came twice; they said they like for 
thern all to be fami 1 iar with the cases." 
Of the five family members in hospice programs, one 
stated: "They rotate the teams quite a bit i ..... the hospital, 
a ..... d I wonder about that; about the time they get familiar, 
they get moved." A ..... other family member who was from an 
isolated rural area but had moved to Portland when her 
husband became critically ill stated: 
The gover ..... ment se ..... ds doctors dow ..... there; they dcl ..... ' t 
seem to stay too lo ..... g; they stay a year or so a ..... d 
the ..... they're go ..... e ••• We lived there 34 years. I ca ..... 
remember the names of 22 doctors. So that's the big 
problem dow ..... there: having dependable doctors. 
The remaining family members i ..... hospice programs who made 
relevant comments noted with favor that "the same nurses 
were there the whole time" that their family member had been 
ill. 
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A somewhat greater number of health professionals in 
conventional programs (58%) than in hospice programs (50%) 
made comments relevant to this issue of professional-patient 
COYlt i YIU i t y. Most interesting, however, is the fact that two 
of these professionals (one in a conventional program and 
one in a hospice program) advocated the use of various 
different professionals (but of the same discipline--
specifically, nurses) in the care of a given patient. As 
described above, this ideal was conceived as representing a 
self-orientation. In one of these two cases, this 
conception seems correct, at least in part. The hc.sp i ce 
nurse explained: 
We rotate every two weeks to avoid burnout; some 
patients require heavy physical care. Plus we get 
better insight into how to help patients if more 
than one nurse sees them. At first, this caused a 
lot of controversy, but we found that by changing 
every two weeks, giving good report (we take report 
on all patients every day), keeping up constantly 
with all, it wc.rks bettet~ ••• " 
The other nurse (in a conventional program) commented 
similarly: "M.:.re than c'Yle R. N. sees the pat iel'"lt SCI all 
staff kl'"l':'w all the pat iel'"lts. " It should be pointed that 
this latter program is the one referred to by one of the 
family members quoted above. 
Among the health professionals whose ideals were for 
the same staff to see a given patient, staff turnover and 
its contribution to lac~ of continuity was mentioned by a 
total of five health resoondents (four in conventional 
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programs, and one in a hospice program). As '::'Y"le of these 
health professionals noted, a barrier to quality care is 
"not beirlg able to firld erlc.ugh staff; it's difficult to 
maintain continuity of patient care without staff." Perhaps 
not surprisingly, all of the respondents who made comments 
of this nature were in administrative positions. 
Eleven professionals (four in conventional programs 
and seven in hospice programs) noted that having the same 
professionals involved throughout a patient's care was 
valuable for (1) establishment and maintenance of patient 
trust and/or (2) giving professionals enough time to perform 
their Jobs adequately. Some of the comments made by 
professionals in conventional settings were: "The ideal 
would be to be able to follow them during all of their care, 
should have the same nurse when he comes back to the 
hospital •.. One woman we have now is very angry, won't say 
anything; if someone had known her from the beginning, she 
might trl.lst them with her em.:,tic'Y"ls;" "It's best wherl we 
(home nursing team) get called in when we should be called, 
Similar comments by hospice professionals included: 
Patients have to see so many different staff; 
continuity is difficult here. The ideal would be to 
have one primary nurse and one other, on an 
emergency basis; the second nurse cou!d be a 
fl.:<atet~. 
The problem is continuity; it's more appropriate to 
be followed up by the same staff. Ideally, we 
should structure care to make continuity possible, 
maybe through a ten-hour day. 
One negative case was where we were not able to help 
the patient Qr his wife because the timing of the 
referral was inappropriate. The man died in 24 
hours, and the wi fe was hysterical--IIWe fai led to dc. 
anything to cure his cancer." She didY'I't uY'lderstaY'ld 
the program; evidently their physician hadn't 
explained it or had done so poorly ••• We can't do 
much of anything for anybody that comes in actively 
dying, §K£§~~ medical. If we see pain we can maybe 
remove it before the person actually dies, but 
that's it. We have no time to build up a 
relationship with the survivors, the family, no time 
to build rapport, trust, so that we can practice our 
skills." 
420 
The remainder of the comments made were similar to the 
following: "Staff having days off blows continuity; the 
patient and the family don't understand when someone else is 
caring for the patient ... 
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§!:!mm~!::i 
!nQi£~~Q!:_!8~ __ 8ff§£~i~§_!n~Ql~§m§n~. Because the 
typical bipolar designation for respondents' comments used 
in the other indicators seemed inadequate in this case due 
to the loss of too Much detail, four categories forming a 
continuum of affective involvement were developed. Also, it 
should be remembered that respondents gave multiple 
responses; that is, some resondents held expectations 
relevant to two or more of the categories. 
Responses relevant to this indicator were given by 88~ 
of the patients, quite a high rate of response compared with 
that of the other indicators. Patients' expectations 
centered around professionals being pleasant and cheerful 
(category B) and being warm and caring (category C). Fam i ly 
members' expectations, too, were concentrated in these two 
categories, but the pattern of response was different: the 
expectation that the health professional be warm and caring 
(category C) was mentioned more often than was the 
expectation that the health professional be pleasant and 
cheerful (category B). In addition, a greater percentage of 
families mentioned the desirability of professionals who 
would treat patients as though they were family members, who 
would give them love, and who would get emotionally involved 
(category D). Families' expectations, especially those of 
family members whose relative was being cared for in a 
conventional program, then, were for somewhat more affect 
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and emotional involvement than were patients'. Health 
professionals' expectations for professionals in the role of 
provider of terminal care were for even greater emotional 
involvement than expected, or hoped for, by family members. 
It seems that health professionals may put more pressure on 
themselves to establish a more personal relationship with 
the patient than is expected by either families or 
patients. 
Family members mentioned the greatest number of 
categories of affective involvement, followed by patients 
and then by health professionals. This issue, then, 
appeared to be of particular salience to family members. 
Each of the levels of affective involvement has its 
drawbacks or risks as well as its benefits, according to 
respondents. Specifically, category A of affective 
involvement, or polite distance, generally was felt by each 
of the three groups to be inadequate for the provision of 
quality terminal care. At the same time, health 
professionals who are i9Q bubbly and cheerful (category Bl, 
wno snare iQ9 much information about themselves, thereby 
burdening the patient or family (category el, or who are iQQ 
emotionally involved with their patients (category D) are 
viewed unfavorably, at least by some respondents. 
Expectations by subgroup (conventional compared to 
hospice) did not differ substantially for patients or health 
professlonals, al~hough healtn professionals in hospice 
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programs were slightly more likely to mention the highest 
category of affective involvement (D). Family members in 
conventional programs made more mention of each of the four 
categories of affective involvement than did family members 
in hospice programs. 
The ideal expectation 
held by the majority of all three groups was for 
psychosocial care needs of patients to be met as well as 
their physical needs. All of the health professionals and 
nearly all (97~) of the family members interviewed made 
comments relevant to this issue, compared with 65~ of the 
patients. Talking, and especially encouragement from the 
health professional was desired by patients and families, 
although not all seemed to feel they can ~~Q§~~ busy doctors 
and nurses to sit down, talk with, and encourage the 
patient. A few patients and family members but none of the 
health professionals focused exclusively on the physical 
aspects of care. Not all patients and families, then, 
expect and/or are aware of the possibility that doctors or 
nurses could meet patients' psychosocial needs are well as 
their pnysical needs. Indeed, disparity between the ideal 
and the real was particularly evident in the remarks of 
several health professionals and some family members who 
lamented professionals' lack of time to adequately address 
patients' psychosocial needs. 
424 
Interestingly, patients in conventional programs were 
somewhat more likely to expect or wish for certain 
psychsoocial needs to be met by health professionals than 
were patients in hospice programs. There were no sub-group 
(hospice-conventional) differences among the family members 
or the health professionals interviewed. 
Of the patients, family 
members, and health professionals who made comments relevant 
to this issue, all but one (a patient) felt that families as 
well as patients had needs that should be addressed by the 
health professional. The types of needs of families 
mentioned by patients (in order of frequency of mention) 
included needs for interest and concern, for emotional 
support, and for help in general. The types of needs 
mentioned by families included those for emotional support, 
information on resources, information on the patient's 
condition, and for interest and concern for the family's 
well-being. Health professionals most frequently mentioned 
families' needs for emotional support, help in general, and 
bereavement support. Patients as a whole had a particularly 
low rate of response with respect to this indicator (41%) 
compared witn 84% of the family members and 95% of the 
health professionals. 
When responaents in conventional programs were 
comparee with those in nospice programs, a numoer of 
differences were evident. First, patients, family members, 
425 
and health professionals in conventional programs were 
considerably less likely to make any comment with respect to 
this indicator than were those in hospice programs. This 
was true especially among patients and families. Because of 
the low rate of response for patients in conventional 
programs, further comparison of the subgroups (conventional-
hospice) of patients cannot be made. 
Second, the types of needs of families mentioned by 
family members and health professionals in conventional 
programs differed in breadth, or quantity. 
of needs mentioned differed substantively. 
Third, the types 
That is, family 
members and health professionals in hospice programs 
mentioned more and different types of family needs than did 
those in conventional programs. In sum, it appears that 
respondents in hospice programs have greater expectations 
with respect to health professionals' meeting families' as 
well as patients' needs and that these respondents are more 
attuned to the needs of families than are those in 
conventional programs. 
The maJority of 
the patients, family members, and health professionals held 
the ideal role expectation that the health professional 
providing terminal care should be available to patients, 
responding promptly to patients' calls, checking frequently 
on patients, and otherwise spending time with patients or 
being available to them. Again, many patients (41~) did not 
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make a comment relevant to this issue. Family members, in 
particular, commented with respect to the gb~§i£i§n!§ 
availability. The comments of two family members were 
classified as indicating an expectation for limited 
availability on the part of the health professional: one 
person felt the home health nurses came too often, and the 
other did not feel it was appropriate nor did she expect the 
nurse to spend a lot of time in intellectual discussions 
with her husband (the patient). 
Patients in conventional programs were somewhat less 
likely to make a relevant comment than those in hospice 
programs, and slightly fewer health professionals in hospice 
programs commented on this issue than did those in 
conventional programs. Among those respondents who did make 
a relevant comment, patients, family members, and health 
crofessionals in hospice programs were somewhat more likely 
to mention an expectation for 24-hour availability of health 
professionals. 
With respect to this indicator, as with others, the 
actual or real situation seemed to differ from the ideal 
expectations. Reports especially by families and health 
professlonals indicate that health professionals often are 
rushed and unable to spend the amount of time they would 
llke taking care of their patients, due primarily to 
inadecuate staffing and, to some degree, paperwork and 
documentation requirements. R few families who visited 
427 
often with their ill relative expressed concern that the 
presence of the family might lead to less checking on that 
patient by the health professional. 
Only 35~ clf the 
patients made comments relevant to this issue, 71~ of the 
families, and 79~ of the health professionals commented. 
These rates are low for each of these groups compared with 
thelr rates of response to other of the indicators. Al1 but 
one of those who did have a response, however, expressed an 
ideal expectation for individualized as opposed to 
generalized care. The remaining respondent was a patient 
whcl seemed t.;:. accept the fact that she was " n,:.t the only 
pat ient" arid could/sh.:".tld Y'11:,t expect tCI receive special 
treatment. The rate of response did not differ between 
subgroups (conventional and hospice). 
I~gi£~tQ~_18~ __ I~§~t~§~t_§Q~1· This indicator yielded 
greater disparity between the respondent groups than did the 
The response rate also was higher, especially for 
patierlts: 71~ of the patients, 84% of the family members, 
and 92~ of the health professionals made a relevant comment. 
The majority (66%) of the patients who responded expected 
cure or life prolongation (pole 1) from the health 
professional; they hoped to get better. Almost 41% of the 
family members indlcated that they expected that treatment 
should be aimed at life prolongation or maintenance or cure; 
Orlly twc. health 
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professionals (both in conventional programs) held an 
expectation for treatment to continue to be aimed at cure or 
at least life prolongation. 
Not surprisingly, patients, families, and health 
professionals in conventional programs were more likely than 
those in hospice programs to expect a treatment goal of life 
prolongation or cure. More interesting is the finding that 
some patients and family members in hospice programs still 
hoped for cure or life extension. Even most of those who 
felt that a treatment goal of comfort and quality of life 
was most appropriate in their situation held onto a bit of 
hope for cure and continued to expect the health 
prc.fessil:.nals tCI "eY"lcl:"_lrage" the pat iel'"lt , "because s.:ometimes 
the~'e a~'e nli~'acles. " 
There was no difference in response rate between 
patients in conventional programs compared with patients in 
hospice programs. Family members in hospice programs were 
slightly less likely to respond than family members in 
conventional programs. Each of the three healtn 
professionals who made no comment relevant to this issue of 
expectations concerning the goal of treatment were working 
in a conventional program. 
The three 
groups of responcents were cividec between the medical model 
and tne nospice model approaches with respect to their 
expecta~ions concerning appropriate pain control practices. 
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Of the patients who addressed this issue, 55~ felt 
medicaticorl should be giverl con arl "as rleeded," irltermitterlt 
basis, and 45~ felt it should be given at regular intervals, 
if such medication were necessary. Family members were 
evenly split between the two approaches. The maJo::.rity of 
the health professionals expressed an expectation for 
administration of pain medication at regular intervals. 
About 65~ of the patients, 84~ of the family members, and 
'30~ of the health professionals made comments relative to 
th is irldicatcor. 
The expectations of patients in conventional programs 
did not appear to differ from those in hospice programs, 
although patients in conventional programs were somewhat 
less likely to comment with respect to this issue of pain 
control practices. Family members did not differ by 
subgroup (conventional compared with hospice) either. 
Health professionals, however, did differ, with 
professionals in conventional programs being more likely 
than those in hospice programs to hold an ideal expectation 
fo:or pain medication to::. be admirlistered orl an "as needed" 
basis only. 
Certain themes which emerged in respondents' comments 
w1th respect to this area of appropriate pain control 
pract i ces we1"~e: (1) patient or family reluctance to take 
pain medications due to fears of drug dependency or reduced 
effectiveness; (2) the importance of not overmedicating or 
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"srlowiY"lg" patieY"lts; (3) the belief by s'=,rne patients and 
fami lies that "the d.:.ctc'l"' kY"lc,ws best II and whatever pract ice 
is recommended by the doctor is that which should be 
followed; (4) the belief that the patient's preferences with 
regard to pain control practices should be ascertained and 
respected; (5) the need to recognize the existence of 
different kinds of pain, such as psychological or spiritual 
pain, and to understand that physical pain control practices 
will be ineffective in controlling these types of pain; and 
(6) the fact that some healtn professionals resist giving 
adequate (effective) amounts of pain medication due to their 
fears of the patient's becoming dependent on the drugs. 
To enable a more 
complete description of the data with respect to this 
inciicator, three subindicators were developed: the 
provision of information to patlents regarding diagnosis and 
prognosis; the provision of information to patients 
regarcing treatment options and resources; and willingness 
to allow patients some inout into care-related decisions. 
Just over 70~ of the patients interviewed commented with 
respect to one or more of tnese three subindicators. Ovel"' 
90~ of the family members and 87~ of the health 
professionals made a relevant comment. 
Patients' comments were concentrated in the areas of 
health professsionais' willingness to allow patients some 
input in care-related declsions and the provision of 
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information about their disease and prognosis. Family 
members and health professionals commented most often with 
respect to the professionals' willingness to allow the 
patient some say in his or her care, then the provision of 
information about diagnosis and prognosis, then the 
provision of information about treatment options and 
available resouces. Family members commented more about 
this latter type of information than did health 
professionals or patients. 
Very few respondents had an expectation that the 
health professional should definitely nQ~ involve patients 
in their own care through the provision of either of the 
types of information or through the professional's being 
willing to allow patients some say in care-related 
dec i s i c.rls. The exception was that 25% of the family members 
in conventional programs expected that the health 
professional (usually the doctor), not the patient, should 
make care-related decisions. Also, if the "no" arid "maybe, 
depel'lds" categc.ries a'r~e c.:.rllbil"led, family membe~~s, especially 
those In conventional programs, expressed ambivalence with 
respect to patients being given information concerning their 
diagnosis and prognosis. Family members and health 
professionals in hospice programs were more likely than 
those in conventional programs to discuss Involvement of 
patIents in their care througn t~e provision of information 
on treatment options and resources an~ through nealth 
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professionals being willing to allow them some input. The 
three respondent groups differed somewhat, then, in the ~~~§ 
in which they exoected patient involvement in the care, but 
generally did expect that patients should be involved. 
A substantial number of respondents in each of the 
three groups designated the physician as the preferred 
purveyor of information to patients. Some family members 
and health professionals noted that elderly patients, in 
particular, tend to be reluctant to make their wants known, 
to take an active role in their care. Several respondents 
within each of the three groups reported instances in which 
desired information had not been provided to the patient; 
the actual situation had differed from their ideal 
expecta~ions. A few respondents from inpatient programs, 
conventional or hospice, indicated that patient involvement 
in tne care 1S more difficult in inpatient environments. 
Finally~ it was clear that health professionals, regardless 
of the type of program tney were in, experienced personal 
cifficulty when patients made decisions that were at 
variance with wnat the health professional felt to be in the 
patients' best interests. 
Patients in conventional programs did not appear to 
hold expectations aifferent from patients in hospice 
programs excect that fewer patients in hospice programs 
commen~ea regarding their expectatlons concerning health 
orofesslonals ' willingness to allow patIents some say in 
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Most patients aid not appreciate being 
Family members in 
conventional programs were somewhat less likely than those 
in hospice programs to hold an ideal expectation that 
patients should definitely be involved through the provision 
of information to them concerning their diagnosis and 
prognosis and were more likely to feel that care-related 
decisions should be left to the health professional. Health 
professionals in hospice programs were somewhat more likely 
to hold expectations that patients should be given 
information about their treatment options and available 
resources and that health professionals should be willing to 
allow patients say in their own care than were health 
orofessionals in conventional programs. 
the family was operationalized to include three 
provision of information (diagnosis, 
prognosis, treatment options and tecnniques, and available 
resell.lrces) letting tne family have some say in th~ 
patlent's care; and actively encouraging family 
Only 35~ of the patients interviewed 
commented with respect to any of these three subindicators, 
com cared with 87~ of tne family members, and 90~ of the 
heai~n professionals. ~he issue dld not acpear to be a 
salient one for catients. 
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The patients, family members, and health professionals 
who responded generally favored family involvement in each 
of the three ways (provision of information, family say in 
the care, and active encouragement to participate). More 
family members commented with respect to their expectations 
for information from the health professional and their 
expectations to have some say in the care than did either 
health professionals or patients. More health professionals 
than family members discussed their expectations concerning 
active encouragement of family involvement. 
Family members and health professionals alike noted 
the difficulties posed by families who were overly critical. 
Also, members of each of these two groups noted situations 
In which active encouragement of family participation in the 
oatient's care was n2t desirable, such as when family 
members are unable to provide care due to their own poor 
nealth or because of conflicting demands imposed by their 
own immediate families. These resoondents stipulated that 
families should not be made to feel guilty if they are 
unable to be extremely involved in the patient's care. A 
few family members offered another reason for less family 
involvement: they felt that their presence detracted from 
~he amcun~ of care and attentIon received by the patient 
from the healt~ Drofessiona!s. 
~atien~s in nosoice crograms were scmewnat more likely 
than ~nose In conventlonai ~rogams to comment wit~ respect 
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to two of the suoindicators of family involvement. Family 
members in conventional programs were somewhat more likely 
to discuss expectations in the areas of provision of 
information to the family and family say in the patient's 
care than were family members in hosoice programs. Fami ly 
members in hospice programs, however, were more likely to 
expect that the health professional allow the family some 
say than were family members in conventional programs. 
Hospice professionals were somewhat less likely than those 
in conventional progams to discuss tne provision of 
information to family members and the active encouragement 
of family participation in the patient's care. 
professionals who commented on the issue of family say in 
the care favored letting families have some input; while 
most of the professionals in conventional programs favored 
1:n is alscl, Y"11:lt all did. 
l~Qi~a!Q~_~~~ __ ~Ql~~!§§~_lnYQlY§m§n!· 
received tne least amount of attention of all the 
Only one patient and four family members, all 
from hosoice programs, commented on the use of volunteers. 
Four health professionals in addition to the ten program 
administrators (who were asked directly about their use of 
volunteers) discussed the use of program-affiliated 
Each of these four was from a conventional 
progr3m, and each favored volunteer lnvo:vement. Each of 
the five hosoice program administrators favorea the use of 
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volunteers and had volunteer components in their programs. 
Two of the five conventional program administrators favored 
and used volunteers in their programs, two others favored 
the use of volunteers (although one of these programs made 
use of volunteers provided by another agency), and the fifth 
noted that her agency was opposed to the use of volunteers. 
Because of the amount of training typically undergone by the 
volunteers who were involved in patient care, consideration 
of these individuals as purely "lay" workers is somewhat 
inaccurate. 
With the exception once again of patients in 
conventional programs, the rate of response with respect to 
this indicator of role expectations was fairly high: 71~ of 
all patients, Sg~ of the family members, and 92~ of the 
health professionals made some relevant comment. In fact, 
several respondents used both performance-oriented ~D~ 
ascriptive criteria. The maJority of all three groups used 
performance-oriented criteria. 
Family members in conventional programs were much more 
likely to use ascribed criteria-than were those in hospice 
programs. Among the health professionals, while all of the 
hospice professionals expected that the health professional 
should be evaluated on the basis of performance-oriented 
criteria, seven (35~) also used ascriptive qualities, 
compared to only one (5~) health professional in a 
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conventional program. Among the patients who gave a 
relevant response, the expectations of those in conventional 
programs did not appear to differ from those in hospice 
programs. Considerably fewer patients in conventional 
programs than in hospice programs, however, made a comment 
relevant to this issue. 
In~i~~~Q~_§8~ __ ~Q~iY~~iQn. Only 47~ of the patients, 
76~ of the family members, and 87~ of the health 
professionals interviewed gave responses that addressed 
their expectations concerning the appropriate Motivation 
(self or collectivity) of the health professional providing 
terminal care. Not surprisingly, all three groups held an 
expectation that the health professional should be Motivated 
to serve the patient. None of the patients or family 
members who responded felt that the health professional 
should be Motivated to meet his or her needs first, and then 
those of the patient. 
Several of the health professionals, however, 
indicated that ~Qtb a self orientation or motivation and a 
collectivity orientation were essential for the provision of 
quality terminal care. Over half of the health 
professionals interviewed described ways in which they felt 
the needs of the health professional had to be met first, or 
at least simultaneously with those of the patient. This was 
an unexpected finding and was related to a belief that if 
the health professional was to be able to meet the needs of 
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terminally ill patients, his or her own needs (including 
those for emotional support and stress reduction in order to 
forestall "burnout," as well as those for an adequate 
standard of living and an adequate salary) had to be met. 
In fact, twice as many health professionals in hospice 
programs compared with those in conventional programs 
advocated a self-orientation. Another difference between 
health profeSSionals in hospice programs and those in 
conventional programs was the slightly lower response rate 
on the part of health professionals in conventional 
programs. 
Ingi£s~Qr_~~~ __ ln~§rQrQf§§§iQnsl_gQroroYni£s~iQn. All 
of the respondents who made a comment relevant to this issue 
expected that health professionals should communicate, 
coordinate, and collaborate with each other. The Ylurnber e.f 
patients who commented, however, was very low (two, or 12~). 
The issue was only somewhat more salient for family members, 
3~1- of whom made a relevant comment. Nearly all of the 
health professionals (~2~) commented with respect to this 
issue. 
The only within group differences appeared among 
fami 1 ies. Twice as many family members in hospice programs 
compared with those in conventional programs made a relevant 
cornmeYlt. 
IDdi~m~Q~_~~~ __ lnl~~grQfg§EiQn21_Q§£i§iQn=~s~ing· 
This issue was addressed by none of the patients and by only 
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24~ of the family members interviewed. Just over 70~ of the 
health professionals made a relevant comment. 
Of those respondents who made a comment relevant to 
this issue of expectations concerning decision-making and 
authority, the maJority of the family members felt that the 
hierarchical approach, with the physician as decision-maker, 
in charge, was appropriate. The maJority of the health 
professionals who responded held an ideal expectation for an 
egalitarian approach. 
Family members in hospice programs differed from those 
in conventional programs; a maJority of those in hospice 
programs expressed a preference for an egalitarian approach, 
while all of those in conventional programs favored, or at 
least accepted, the hierarchical approach. There were 
differences among the two subgroups of health professionals 
as well. Respondents from conventional programs were evenly 
split in their preferences, while all of those from hospice 
programs voiced expectations for the egalitarian approach. 
Only 
6~ of the patients, 26% of the family members, and 54~ of 
the health professionals commented with respect to this 
issue of whether they held expectations for (1) the same 
professionals to be involved in the patient's care or (2) 
different professionals to be involved. All but two of 
those who made a relevant comment (both health 
professionals, one from a conventional program and one froM 
a hospice program) favore~ involvement of the same 
professionals in the patient's care. 
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There appeared to be little difference within groups 
with respect to their rate of response, or comment, on this 
issue. 
B~§~8B~~_9~~§IIQ~_~~ __ bQ~_QQ_I~~_BQb~_~~E~~I8IIQ~§_QE 
28II~~I§~_E8~lbl~§~_8~Q_~~8bI~_eBQE~§§IQ~8b§_EQB_I~~ 
e~Y§I~18~_8~Q_~~B§~_EBQ~IQ~B_QE_I~B~1~8b_~8B~_ 
~Q~E8B~_~IIct_I~~_BQb~_~~e~~I8IIQ~§_IQ_~~I~~_ 
E~Y§I~18~§_8~Q_~~B§~§_8B~_§Q~18blk~Ql 
The following paragraphs compare the findings from 
Research Questions 1 and 2 for each indicator. 
Ingi£~~Q~_18~ __ 8ff§£~iY§_lnY21Y§m§n~ 
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Four categories of affectIve involvement were 
developed to better describe the empirical data provided by 
the stuoy participants concerning their expectations with 
respect to affective involvement of the health professional 
with tne patient. Some respondents made comments that 
addressed more than one of these categories. In order to 
compare respondents' expectations with those expectations 
learned and held by professionals, as reported in the 
socialization literature, this four-category scheme must be 
collapsea in~o the bipolar scheme used in the majority of 
the indicators 
If category A (being courteous, polite, with no 
involvement) is consIdered as pole 1 (neutral affect, 
medical model) ana categories B (~leasant, nice, cheerful), 
C (warm, caring, compassionate), and D (loving, treating the 
patient as family, very cersonally involved) are considered 
as Dole 2 (cosltive affective involvement, holIstic model), 
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it is clear that, regardless of their multiple responses, 
patients, family members, and health professionals all 
expected some degree of affective involvement on the part of 
the health professional providing quality terminal care. 
Both the socialization literature and some study 
participants, however, cautioned against health 
professionals' becoming overly involved with patients 
At the same time, 41~ of the health 
professionals, 34~ of the families, and 29~ of the patients 
still expected, or hoped for, this level of affective 
i nvo 1 vemerlt • It is interesting that health professionals 
expected a greater degree of affective involvement than 
families, and families expected more affective involvement 
than did patients themselves. 
The analysis of the literature on socialization of 
physicians and nurses yielded the findings that: Ca) 
pnysicians reportedly are not socialized to be affectively 
involved with their patients; physiCians receive little 
trainlng in interpersonal skills (medical model); and (b) 
nurses sometimes receive training in interpersonal relations 
wlth oatlents, but simultaneously learn the value of 
"pt~ofessi.::trlal distance" (that is, absot'b b.:.th models). 
Responoents' ldeal expectations for the health professional 
provldlng terminal care apoear, therefore, ~o conflict with 
tne norms ana values ~o wnlcn cnyslclans, esoecially, but 
also nurses, to some degree, are socia!l=ec. 
In~is§t2c_~8~ __ §~2Q§_Qf_~§c§ 
The ideal expectation held by the majority of the 
respondents in each of the three groups (patients, family 
members, and health professionals) was for psychosocial 
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care needs of patients to be met as well as their physical 
needs (holistic model). According to the literature 
reviewed, however, physicIans are socialized to address 
primarily patients' physical needs (medical model). Nurses 
appear to receive conflicting socialization, learning on the 
one hand that patients have psychosocial needs, but not 
receiving, on the other hand, specific training with respect 
to how to meet these needs. Also, many nurses find upon 
entry in ~he workplace very little, if any, time to devote 
to mee~ing patients' psychosocial needs (both models>. 
The problem of professionals' lack of time to address 
~nese additional, non-physical needs was aoparent in the 
remarks of several of the study participants, also. Health 
professionals, in particular, were careful to note the 
frequent disparity oetween their ideal expectatIons and the 
real constraints. Even patients and families differentiated 
be~ween theIr ideals and what they viewed to be realistic, 
ma~.ing c,:,mmerlts irldicatirlg lappt~eciati':lrl" if the health 
orofesslonals took time out to talk (and meet patients' 
psycnosocial neecs), ~ut snowing reluc~ance ~o sti~ulate 
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It appears that respondents' ideals for patients' 
psychosocial needs to be Met as well as their physical needs 
conflict to SOMe degree with the role expectations to which 
physicians and nurses are socialized. At the saMe tiMe, 
there was not a clear iMperative froM patients and families, 
at least, to actually have t~ese ideal expectations met; 
first on most of their minds was the need for patients' 
physical needs to be adequately addressed. Expansion of the 
scope of care to include addressing patients' psychosocial 
needs, while desirable, may be of less importance to 
patients and families than certain other issues. 
1~gi£9iQ~_g~~ __ ~nii_Qf_~9~§ 
All but one (a hospice patient) of the study 
responaents who addressed tnis issue felt that families as 
well as patients have various needs that should be attended 
to by the healtn professional (holistic model). The rate of 
response for the three groucs, however (41~ for patients, 
84~ for families, 95~ for health profeSSionals), may be 
significant here, esoecially considering tnat the majority 
of those who mace no relevant comment were from conventional 
oro grams and, therefore, Might be less likely to include the 
family in the unit of care. 
The revIew of the onyslcian socialization literature 
reveaiec a rela~lve lack of attention to this issue. Those 
sources tnat did aderess it generally reportee that 
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physicians hold role expectations consistent with the 
medical model: the patient is the unit of care. The nurse 
socialization literature that was reviewed indicated a 
similar lack of attention to this issue of the appropriate 
unit of care. Those sources addressing the issue indicated 
conflicts in the socialization received (both models). 
Respondents' stated expectations, then, appear to 
conflict with those to which physicians and nurses are 
socialized. The lacK of attention to this indicator 
by patients in conventional programs, however, raises the 
question of its salience to this group. A lack of comment 
may even indicate an exoectation that only the patient 
snoulo receive care. A similar conclusion may be drawn with 
respect to the role expectations learned by physicians and 
nurses, base~ on the lack of attentlon to the needs of 
families in the physiCian and nurse socialization 
literature. 
IDQi~9t9~_gk~ __ 8~9i19Qilit~_Qf_Ib@_~@91~b_2~QfE§§iQD§1 
All but two (ooth hosoice family members) of the 
responcents WhO commented regarding tnis issue expressed an 
exoecta~ion for tne heai~h orofessional to be promptly 
ava~labie. ThlS issue was salient to all three groups: 
of tne oatients, 87~ of the familles, and 87~ of the health 
profe~slonals mace relevan~ comments. 
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"Availability" lnciuded regular~ and fr~equerlt checking 
on patients and proMpt response to their calls; regular 
visiting of the patient speciflcally by his or her 
ohysician; and 24-hour availability of the health 
The comMents of respondents often indicated a 
severe disoarity between the ideals of respondents and the 
actual availability of health professionals. Sevet~al 
patients and families complained about (a) nurses' lack of 
prompt response to patients' calls and (b) physicians' 
aoparent abandonment of patients. Some of the health 
professlonals who were interviewed noted their and other 
professionals' tendency sometimes to avoid dying patients. 
The Ilterature on the socialization of physicians and 
nurses addressed this issue of availability primarily in 
~2rms of the tendency of botn of these professional groups 
to avoid patients who are dying, to be unavailable to them. 
Sucn avoidance was implied to result from the discomfort 
wlth aeatn on tne part of the teaching faculty, the 
stucents themselves, and the professionals in the workplace. 
As sucn, availabillty appeared to be closely related to the 
expected goal of care (Indicator 4A). 
The ideal expectations of respondents, then, appear to 
be at variance with those reported in the literature to be 
learned ana helc cy pnyslcians and nurses. 
I~£is~i2~_~8~ __ k~~§_8QQ~Q~SQ 
All but one of the respondents who made a relevant 
comment asserted their expectation that patients be given 
individualized (holistic model), not generalized (medical 
model) care. The response rate was low, thougn, among 
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oatients (35~), and somewhat lower than for other indicators 
among famlly members (71%) and health professionals (79%). 
The consensus among tne literature reviewed was that 
both physicians and nurses learn to be disease-centered and 
to deoersonalize patients, particularly dying patients. 
To ~he exten~, then, that respondents hold ideal 
expectations for individualized and personalized care, these 
expectations are not likely to be met, according to this 
literature. 
Most of the resoondents volunteered comments with 
resoect to this lssue: 71% of the patients, 84% of the 
family memoers, an~ 92~ of the health orofessionals. If all 
responDents are considered~ even those who mate no relevant 
comments, tne statement can be made tnat a majority expected 
the treatment goal of comfort and quality of life (hospice 
moeel). If only those resDondents wno maCe relevant 
comments are lncluded ln the analysis, however, respondents' 
loeal ex~ecta~ions can De seen to differ oy their group 
memcersnlO: ~he majority of catients who mace a relevant 
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comment adhered to a goal of cure or improvement (medical 
model), wnile only a slight majority of family members and 
nearly all of the health professionals held ideals for 
comfort and quality of life (hospice model). 
conventional settings were more likely to expect a goal of 
cure or life prolongation. Even some patients and families 
who aavocated a goal of comfort and quality of life, 
regardless of whether they were in a conventional or a 
hospice program, expected the health professional to 
c':q"ltil'"llle t.:, "el'"lc,:,ut'age" the patiel'lt, t.:, l'1I:,t give up he'pe 
cc.mp 1 et ely. 
The literature on physician socialization revealed 
that physicians generally are socialized to the medical 
model and are unprepared to switch from a treatment goal of 
cure and prolongation of life to one of comfort and quality 
e·f 1 ire. Nurses receive conrlic~ing socialization; they are 
tralned in comfort aspects, but simultaneously are strongly 
influenced by physicians' norms of cure (both models). 
In~erestlngly, the ideal expectatlons of health 
~rofesslonals tnemselves are more at variance with the 
expecta~ions WhlCh are learned by physicians and nurses 
tnrough their socialization experiences than are those of 
pa~ients and famiiles. An unwillingness to give up hope of 
a cure is clear ln the expectations of several patients and 
famiiles; tnese responaen~s' expecta~!ons, ~herefore, are 
likely to oe met. 
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l~g~£2!Q~_~~~ __ E2i~_~Q~!~Ql_E~2£!i£g§ 
The three groups of resDondents differed in their 
ideal expectations for pain control. About two-thirds of 
the patients interviewed addressed this issue, as did 84% of 
the family members and 90% of tMe health professionals. Of 
tnose who responded, a slight majority of patients preferred 
that medicati':'1'"1 be admirlister'ed c'l'"lly OI'"l arl "as rleeded," or' 
"wherl r'equested," oasis (medical model). Families were 
evenly split between the two coles, or models, and the 
maJorlty of health professionals preferred administration of 
pain medication on a regular basis (hospice model>. Health 
professionals in hospice programs were much more likely to 
advocate tMis approach than those in conventional programs, 
ho:owever'. 
Comparison o:of the findings fro:om the interviews with 
respondents witn those fro:om tMe analysis of the literature 
canno:ot De made as o:only one source in the reviewed literature 
adaressed tnis lssue. ThlS source argued that physicians 
learn and adhere to the medical model aoproach, while nurses 
are mo:ore skiiled in paln control practices and have an 
aoproacn more consistent with that of the ho:osoice model. 
The lack of attention to this issue in tne phYSician and 
nurse sociallzation literature may be an indication that 
current socialization oractices continue to empnasize the 
tradlti':'Y'lal, medical fll0del, medication c.n an lias needed" 
basis oY'lly. 
lnQi~9~Qr_~g~ __ E9~ign~_ln~Ql~gmg~i 
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Overall, the majority of the respondents who made a 
comment relevant to one or more of the three subindicators 
developed (provision of information regarding diagnosis and 
prognosis; provision of information concerning treatment 
options and available resources; and willingness to allow 
patients some input in care-related decisions) felt that 
patients should be involved in their care. Family members 
in conventional programs, however, were inclined to expect 
that the professionals, not the patients, should make the 
care-related decisions. A total of 70% of the patients, 92% 
of the family members, and 87% of the health professionals 
wno were interviewed volunteered comments with respect to 
th is issue. 
Most of the literature reviewed addressed this issue 
with respect either to the provision of information to 
~atient5 (usually concerning their diagnosis and prognosis) 
or to the professional's willingness to allow the patient 
some say in his or her care. According to the literature 
reviewed, physicians generally learn (a) to withhold 
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reluctance to involve patients in care-related decisions 
(r!lecical rllC,del). At the same time, there was evidence of 
movement toward the norms associated with the holistic model 
of care in the more recent sources that were reviewed, due, 
50p~istication on t~e part of patients, as argued by Haug 
(1'37'3) and Veatc:, & Tai (1'380). 
The analysis of the literature on the socialization of 
nurses revealed little consensus on the part of the sources 
'r'ev i ewed. SOMe asserted t~at cooperative (passive) patients 
are preferred, that nurses tend to avoid the subject of 
death, and that tney do not share accurate information with 
.... ' .... p2"J len"s. Others noted that nurses learn to be favorably 
:i~~le prac~~cal training in hew to do this, or they feel 
obli~ec to leave t~e provision of information to the 
This Ilterat~~e, too, pointed to tne erosion of 
~rc~essional authority t~rough the increasing sophistication 
of patients, signaling a trend toward the norms associated 
~lt~ tne holisti= mocel of care. 
Res~ondents' expectations for the involvement of 
patients, t~erefore, appear increaSingly l~kely to be met 
~oth by physiclans ant nurses, if only because of cultural 
anc 50ciodEMogr3~~ic factors that apoear to be forcing 
pro~ess:ona:s towarj a more ega:itsrian relationship with 
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exists of going too far toward the other extreme, providing 
information and otherwise involving patients who do not wish 
As in Indicator 28: Scope Of Care, few patients (35~) 
volunteered comments with respect to this issue of family 
involvement, compared with families (87~) and health 
professionals (90~). Of those respondents who did make 
relevan~ comments, tne majority held an expectation that the 
family should be involved in the patient's care by the 
health professional, either through the provision of various 
types of information, through a willingness to allow the 
famlly some Input into the patient's care, or through 
ercoura;ing t~e family to participate in caring for the 
in the physician and the nurse 
socia!ization literat~res (three in each literature) 
adcreS5e~ t,is issue of family involvemen~. 
sources, there were conflicting re~orts with respect to 
wne~~er or not the physician or nurse learns to involve the 
fe.rnily. While some sources reported that the family is 
excluded, especially when the patient is ac~ively dying, 
o~hers discussed means by WG1Ch the family may be involveG~ 
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relaxation of visit:ng rules. In this indicator, as in 
Indlcator 2B, the lac~ of attention in the literature to 
this issue May si;nal a general lack of socialization of 
physicians and nurses to the expectation that they involve 
families. 
Because ef tne limited coverage of this issue in the 
physician and nurse socialization literatures, comparison of 
role expectations learned through socialization with those 
expected by the resconcents is not possible. While most of 
tne faMily memDers and health professionals interviewed 
appeared to expect tnat the health professional should 
invo:ve the family in some way in the patient's care, these 
expe~tations mayor may not be met because health 
=rofessionals do no~ seem to receive specific training with 
res~ect to Mow te involve families and because nurses appear 
t~ learn to ~e~ the pnysici~n decide the extent of family 
involvement as it relates to the provision of information. 
Also, the involvement of families may be threatening to some 
Of tne very few resDondents who mentioned this issue, 
tne majority favored ~he involvement OT agency-affiliated 
No~e o~ t~e sources In tne llterature reviewed 
en ~~e SOCla_:za~:on of pnysicians and nurses acdressed tne 
issue. 
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~old idea! expectations that volunteers be available may not 
have t~ese expecta~ions realized, since health professionals 
in training may not be exposed to the concept of volunteer 
involvement. 
The responcents who were interviewed incluoed both 
ascri~tive (medical model) and performance (holistic model) 
criteria in tne evaluations that they volunteered of health 
~rofessionals. The maJority of all three groups used 
~erformance criteria. As excected, family members in 
conven~lonal pro~rams were more likely to use ascriptive 
criteria. Hoscice professionals, however, were more likely 
~o ~5e asc~iptive crite~ia than were professionals in 
conventional programs. ~ospice professionals stipulated 
t~at nealth crofessionals~ particularly nurses, who worked 
~it~ the terminally ill s~ould be credentialed or licensed. 
There was no consensus in t~e literature reviewed 
ccncerni~g which cri~e~ia for evalua~ion p~ysicians and 
n~rses are sGciallZed to expect. Most sources reported that 
?hysi=ia~s anc nurses receive conflicting socialization, 
~earnin5 on the one hand that as physicians and nurses, they 
~e~~ormance O~ one anot~er--the profess~onal lS good because 
~e or s~e is 3 ~rofessiona: (ascrlotlve cri~eria, mecical 
mo~e:)--and on t~e other hand, that it is important to be 
s2:f critical and to hold high performance standards 
(performance criteria, holistic model). 
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The conflicting socialization received by physicians 
and nurses is likely to translate into mixed success with 
r?scec~ to meeting respondents' expectations. 
Not surprisingly, the majority of the respondents held 
an ideal expectation that the motivation of the health 
~rofesslo~al should be to meet the patients' needs first 
Cccllectlvity orientation--both medical and holistic 
models). An unex~ected finding was that at the same time, a 
Sllght majority of the health professionals, especially 
~ospice professionals, noted that the health professionals 
~a~ neets tMa~ nad to De met as well, either simultaneously 
w~tM patients' needs or before meeting patients' needs (self 
orientation--nypothesized as congruent with neither model, 
jut ~ore ~lt~ t~e mecical tnan the holistic model). The 
meet:n; o~ t~ese neecs of ~ealth crofessionals was seen not 
as an ene, but as a means to enac!e heal~~ crofessionals to 
address pat lents' neecs aeequately. 
The litera~ure reviewed generally reported that the 
ro:e e~~Ec~a~ion learned t~rough sQc:alization Doth by 
=~ys:~:ans anc n~rses ~as bee~ for a serVlce (catient's 
neecs ~:rst) orie~~a~icn, alt~oug~ ~rofess:onal and 
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jureaucratic role demands also are sometimes experienced 
(~rofessionalls needs first). There was evidence of 
movement toward a self orientation in physician 
socialization for the same reason given by respondents: to 
enable the health professional to better serve the patient. 
Cne source in the nurse socialization literature noted that 
a self orientation on tne part of nurses is becoming more 
acceptable, that responding to personal goals first is all 
right. 
With res~ect to this issue of expectations concerning 
the proper motivation of the health professional, then, the 
expec~a~ions of the health professionals, especially those 
in hospice programs~ appear to be congruent with recent 
t~enas in socialization practices. In addition, tne 
e~~ectations of patients and families are likely to be met 
as well, as long as t~e health professionals view the 
meetlnf of their own neees before those of patients as a 
means to t~e ene of ~e~~er serving pa~len~s. 
Of ~hose resDondents who made a comment relevant to 
this issue, a1: exoected that health professionals snould 
c~mmunlcate, coordinate, and collaborate with each other 
. .... . ) 
-O~lS~:C mace! . Very few oat:ents and families 
~especia:ly fam~lies In conven~lonal pro~rams), however, 
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rescondec: the issue was most salient to health profession-
als and to families in hoscice programs. 
Only three sources in the physician socialization 
literature addressed this issue. They noted conflicting 
socialization between the two models, with a tendency toward 
autonomy, competition, and poor communication between 
professionals. Five sources in the nurse socialization 
literature addressed t~is issue. They reported that nurses, 
too, receive conflicting socialization and that poor 
intercrofessional communication is common. 
It apcears that the expectations of those respondents 
who mace a relevant comment, then, may not be realized in 
practice, due to t~e conflicting socialization received by 
~hysicians a~d nurses and the predominance in the workplace 
of a ~encency toward interprofessional rivalry and poor 
No catients adcressed t~is issue, and only one-fourth 
of tne families, compared with three-fourths of the health 
~rofessionals. The majority of the families who responded 
fel~ a hierarchical aoproach (medical model), with the 
o~ysician as decision-maker, was a~propriate, altnough those 
in hosc:ce cro~rams advocated the egalitarian aporoacn 
T~e maJorlty of the health orofesslonals 
oreferred the eg2:1~arlan accroach, although half of those 
in conventional programs expressed a creference for the 
hierarcnical aoproach. 
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The four sources in the physician socialization 
literature who addressed thlS issue reported that 
traditionally tnere has been a hierarcny aMong 
professionals, with the doctor being higher than the nurse 
and being t~e leader. Sources also noted that physicians 
receive conflicting socialization and learn to be team 
members, as well as leaders, and tha~ the doctor-nurse 
relationship is becoming a more egalitarian one. It even 
was sugges~ed that in the area of terminal care, nurse 
leadership might actually be more appropriate. 
The majority of the sources in tne nurse socialization 
literature that were reviewed addressed this issue; it 
c:early was an imcortant one. A SUMmary of tneir reports 
y~elGed t~e fincing that nurses are soclalized to 
~lerarcnical jecision-making (meolcal mOdel). There was no 
agreement, however, as to ~bi£b professional the nurse was 
soclalized to view as being at the oinnacle: the physician 
or the nurse. 
Those wno hold expectations for healtn professionals 
to have an egalitarian approach to decision-making May find 
some onysicians and nurses wno hold siMilar ideals, but in 
;enerai, a stru~g~e acears to be underway with respect to 
~nic~ crofessional, tne physician or the nurse, is to be 
dominan~, particular:y ln the area of terminal care. 
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ID~i£~tQ~_~Ql __ E~Qf§§§iQn~l=E~ti§nt_~Qntin~it~ 
This indicator was not part of the original Analytical 
Model; it was developed after the review of the physician 
and nurse socialization literature had been completed in 
oreer to accommodate some otnerwise unclassifiable comments 
of respondents. Comparision of the findings of Research 
Questions 1 and 2, therefore, is not possible. 
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CHAPTER VIII 
SUMMARY, DISCUSSION, AND I~PLICATIONS 
Tnis chapter summarizes the major findings of this 
researcn and dlscusses tneir implications, highlights the 
con~ributions of the present study, and suggests directions 
for future researcn. First, however, several factors which 
limit the extent to which generalizations may be drawn from 
the findings of this research are recalled. 
LIMITATIONS OF THE RESEARCH 
The ability to make generalizations based on the 
findings of this study is constrained by several aspects of 
the research design. These limitations are described in 
detail in Chapter V, Research Design and Methods. Briefly, 
the limitations associated with the third phase of the 
research--the interviews with respondents--result from the 
use of interview data from an earlier study that had a focus 
slightly different from that of the present work, the small 
number of respondents interviewed, the non-random nature of 
the respondent selection process and the non-representa-
tiveness of the resoondents interviewed, the qualitative, 
open-ended nature of the data, and the subJective nature of 
the content analysis performed. 
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Acditional limitations are associated with the second 
phase of the research: the content analysls conducted of 
the ohysician and nurse socialization literatures. 
these limitations are the facts tnat the literature was not 
reviewed exhaustively and that the literature analyzed 
covered a period of several years. Furtnermore, there 
appeared to be a relative lack of literature based en 
systematically-derived, empirical data on the actual 
socialization experlences of physician and nurses; much of 
the literature was impressionistic, consisting of essays, 
assertions, and anecdotes. Finally, as Bloom (1979:32) 
points out, the relevance of tne findings of research into 
§Q£i~li~~tiQD for the professional role for ~§b~~iQ~ in this 
r,:,le "has been lat~gely a mattet~ of assl_lmpt iC'Y"I. " IY"ldeed, as 
noted on several occasions, respondeY"lts' ideals frequently 
varied considerably from their performance aY"ld/or 
The following summary of the findings by 
research question is provided with these limitatioY"ls in 
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SUMMARY AND DISCUSSION OF MAJOR FINDINGSl 
This question concerned the normatlve role 
expectations to which physicians and nurses are socialized 
in tneir professional (formal) socializatlon and their 
workplace (informal) socialization. It was hypothesized 
that the expectations to which these health professionals 
are socialized would parallel those characterizing the 
in turn, typify those prescribed by the medical model of 
care. 
The arfalysis of 
the literature on socialization for the role of physician 
revealed that the role expectations to which physicians are 
socialized professionally and in the workplace generally 
appear to be congruent with the norms of the medical model, 
as hypothesized. There appear, however, to be some issues 
with respect to which socialization for the role of 
physician is (a) conflicting and/or (b) seems to be moving 
toward the normative role expectations associated with the 
1 
The numbers and letters in parentheses that appear 
threOf.lgh,:,ut this firfal chapter, e.g., "(4A)," refer to 
specific indicators of role expectations that were developed 
as part of this study. See Chapter VI, Analytical Model, 
felt' det ail s. 
These issues incluoe patient and family 
involvement in ~he patient's care (Indicators 4C and 4D), 
evaluation of the health professional on the basis of 
performance or on the basis of ascribed characteristics 
(4F), interprofessional communication (58), and 
interprofessional decision-making (5C). 
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While certain of the 
role expectations to which nurses are socialized are 
congruent with those typifying the medical model of care 
(i.e., availability (2C), cat~e apot~I:lach (3A), inter-
professional decision-making (5C», there are many other 
role expectations on which nurses appear to receive 
conflicting messages. That is, elements of both the medical 
and the holistic models are learned. It is difficl.llt, 
therefore, to characterize the role expectations to which 
nurSES are socialized as belonging to either the medical or 
the holistic model. 
Ei~Qi~Q_~~ __ §§li~ng~_Qf_Es~~i£~ls~_I§§~~§. Role 
prescriptions with respect to the treatment goal (4A), the 
scope of care (2A), patient involvement (4C), and affective 
involvement (lA) received the greatest amount of attention 
in the physician socialization literature. Irl the nurse 
socialization literature, most prevalent were discussions of 
role prescriptions with respect to interprofessional 
decision-making (5C), treatment goal (4A), scope of care 
(2A), arid affective iywolvement (lA). This analysis, then, 
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reve~ls conslderable commonality of focus on particular 
issues in socialization for tne roles of physician and 
nurse. 
Also notewor~hy, however, is the relative lack of 
mention, in both literatures, of role prescriptions with 
regard to the involvement of volunteers in the patient's 
care (4E), pain control practices (48), family involvement 
in the patient's care (4D), and interprofessional 
communication (58). This lack of attention leads to 
speculation about causes. Perhaps these issues are taken 
for granted and/or are deemed unimportant and 
noncontroversial, and the norms of one model or the other 
(medical or hospice) are followed. The information gleaned 
from the interviews with respondents with respect to their 
actual experiences and observations (see Chapter VII, 
Results, Research Question 2) points to a likelihood that 
these issues are not addressed in the socialization of 
health professionals, or if they are, the norms associated 
with the medical model of care are prescribed. 
lW21i£2ii2D§ 
As a result of the conflicting messages received in 
socialization for the roles of nurse and physicians, role 
theorists would point to the strong potential for role 
strain on the pare of nurses and physicians. An alternative 
way of viewing this phenomenon, however, is that exposure to 
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the norms of botn mOdels of care can provide the 
proiesslonal with greater perspective and ability to tailor 
the care provided to the needs of the individuals they 
serve. 
Another implication is that of the potential for 
conflict between physicians and nurses as a result of 
nurses' socialization for increasing autonomy in decision-
making. The literature reviewed indicated that physicians 
appear to learn both that they are the primary decision-
makers and that they are members of a team of health 
professionals. While in the past, nurses appeared to learn 
that their role was secondary to that of the physician in 
terms of decision-making, recent socialization literature 
suggests that values of autonomy and independent decision-
making are being imparted. Some sources suggest that these 
values go beyond egalitarianism to domination, particularly 
in the area of terminal care. Indeed, comments of a few of 
the family members and several of the health professionals 
interviewed indicated ways in which the quality of care 
received by terminally ill patients might be, or had been 
improved, especially with respect to pain and symptom 
control, as a result of nurses' recommendations to 
physicians and physicians' willingness to listen to the 
nurses. A new role with increased responsibility for nurses 
in the domain of terminal care, then, may be emergent. 
Pt the same time, the finding witn respect to the 
treatment goal to which nurses are socialized should be 
The common perception is that nurses are 
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literature, however, indicated that especially in the 
workplace, but to some degree in their formal education as 
well, nurses become oriented more to the goal of cure, 
feeling frustration and discomfort with dying patients 
similar to that of physicians. Not all nurses, then, may be 
prepared to assume a dominant role in the provision of 
t et'm i na I cat'e. 
A rlegative t'espclnse by physiciarls tCI their "l c,ss" of 
power, too, might be anticipated, except, perhaps, by those 
physicians whose discomfort with dying patients leads them 
to welcome increased role responsibilities for nurses. Yet 
another consideration is whether or not patients and 
families will accept the nurse as decision-maker. Some of 
the comments in the interviews with patients and families 
reveal that resistance might be encountered, particularly by 
those receiving care in conventional programs. For these 
respondents, as well as for some of those in hospice 
programs, visits and checking on the patient specifically by 
the doctor, the provision of information by the doctor to 
them arId the f,:,ll,:,wirlg by rlut'ses of the dClctc,r's "c,rders" 
and recommended treatment are of considerable importance. 
Finally, only physlcians have the legal authority to write 
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prescrip~ions, and only treatments authorized by them are 
e11gicle for reimbursement by tnird parties. These very 
real constraints cannot be ignored when considering the 
possioility of increased role respons1oilities on the part 
of the nurse in the care of the terminally ill. 
Another interesting finding from the analysis of the 
literature was the apparent trend in the socialization of 
botn physicians and nurses away from a solely service or 
collectivity orientation (meeting the patient's needs first) 
toward a service orientation coupled with a self orientation 
(meeting the health professional's needs first), regardless 
of the medical vs. holistic model issue. The rationale for 
this change was that patients' needs can best be met if the 
health professionals' needs are addressed as well. A 
similar finding emerged in the interviews conducted with 
health professionals, especially those health professionals 
in hospice programs. This addition of a self orientation 
may have implications for the very definition of a 
"pl'"c,fessic'Y"lal," at least as the professi
'
:Il'"lal is 
conceptualized by Parsons (1951), Goode (1960), and Freidson 
(1970a), who argue that it is this role expectation for a 
service orientation that distinguishes the professional role 
from the roles of other occupational groups. 
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This question concerned the role expectations held for 
the ioeal provider of terminal care oy a group of terminally 
ill patlents, family memoers of terminally ill patients, and 
health professionals who themselves provide terminal care. 
It was hypothesized that: (1) these ideal expectations 
would be consistent with the holistic (specifically, the 
hospice) model of health care; (2) respondents' expectations 
would differ based on their group membership (patient, 
family member, or health professional); and (3) respondents' 
expectations would differ based on their subgroup membership 
(i.e., whether they were receiving or providing care in a 
conventional, or medical model, program or in a hospice, or 
holistic model, program). 
Einging_l~ __ ~Qggl_~i~b_~Qi£Q_lgg~1_g~2g£~~iiQn§_~g~§ 
In general, as predicted, the ideal 
expectations of respondents who made comments relevant to 
the indicators of role expectations (see Chapter VI, 
Analytical Model) were most consistent with the holistic 
(hospice) model of care. Hospice principles appear to be 
widely discussed and upheld, at least in the realm of the 
ideal. 
There were, however, some notable exceptions to this 
finding. These exceptions are described in Finding 2, as 
they also are associated with differences between the 
respondent groups. 
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A caveat is warranted concerning the qualifying phrase 
"e.f respc.rlderlts wnc. made c.:.mmerlts t~elevant t·::. the 
The reasons for respondents' lack of attention 
to particular issues, or indicators, cannot be known. One 
can speculate, as above in Research Question 1, that failure 
to address a given issue might indicate its lack of salience 
to the respondent, or that the issue is a noncontroversial 
one for the respondent, or is taken for granted and not 
worthy of COMment; respondents ~~~~ asked to comment on 
aspects of health professionals' attitudes and behaviors 
that they particularly liked (or felt facilitated the 
provision of quality terminal care) or disliked (or felt 
constituted barriers to the provision of quality terMinal 
Failure to address a given issue Might also be an 
indication of adherence to the role expectations consistent 
with the conventional, or medical, Model, in that this Model 
has been the predominant one to date to which professionals 
and lay people (patients and faMilies) alike have been 
sc.cial ized. 
Contrary to what was hypothesized, respondents' 
expectations generally did nQ~ differ by group. Exceptions 
occurred with respect to four of the fifteen indicators of 
role expectations: treatment goal (4A), pain control 
practices (48), motivation of the health professional (5A), 
and interprofessional deciSion-making e5C). The ways irl 
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which the three groups differeo in their expectations in 
these areas are summarized in subsequent paragraphs. A 
second way in which the three groups differeo, their 
resoonse rates and tne apparent salience of the indicators, 
also is discussed. 
The majority of the patients who commented regarding 
their expectations concerning the appropriate treatment goal 
(4A) felt that this goal should be to prolong life (the 
expectation consistent with the medical model), and almost 
half of the family members who responded felt similarly. 
The majority of the health professionals held ideal 
expe~tations for a goal of comfort and quality of life. At 
the same time, several health professionals expressed the 
difficulty they and other health professionals sometimes 
experienced in working with dying patients, in making the 
tt~arlsi t i.:.n betweerl the g.:.als c.f "cLtre" arId "care. II 
The respondent groups also differed in their 
expectations as to whether the health professional should 
admirlister pairl medicatiorl c.r. art lias r.eeded" c.r lias 
requested" basis <med ical m.:.del) .:.r c.rl a regular basis 
(hc.spice rl1i:,del) (48). The rationale for this latter 
approach is that the administration of medications at 
regular intervals is more effective in keeping patients from 
experiencing pain, but also maintaining their alertness, 
thereby enhancing the patient's quality of remaining life. 
The patients and family members who made comments relevant 
to this lssue were evenly divlded in their ideal 
expectatIons or preferences, wnile the majority (but not 
all) of the health professionals advocated regular 
Fears of addiction and loss of 
effectiveness of the drugs were voiced as the primary 
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concerns with regular adMinistration. Fears of adaiction 
would appear to be irrelevant in the case of terminal 
illness, and those of loss of effectiveness of the drugs 
only minimally realistic, as dosages can be increased if 
necessary for adequate pain control. 
Rs noted above, a number of health professionals held 
ideal expectations that their own needs (for emotional 
support, stress reduction, an adequate standard of living, 
avc.idarlce c.f "::JI.lt~rl.:.ut") sh':".lld be met first (self 
orientation), and then the patients' needs in order to 
enable them to better serve patients (5R). Pat ients arId 
families expected that the patients' needs should come 
fi ·r~st. It should be noted, however, that several patients 
and family members did recognize the existence of various 
needs of health professionals. 
Finally, while no patients commented specifically with 
regard to the issue of interprofessional decision-making 
(5C), and only about one-fourth of the family members, the 
majority of those family members who did make relevant 
comments indicated expectations for hierarchical decision-
making (medical model), with the physician as the final 
472 
The majority of the health professionals, 
including both physicians and nurses, held exoectations for 
egalitarian decision-mak1ng (holistic model). 
The finding that patients' and families' expectations 
differ from those of health professionals' on these four 
indicators, and the finding that patients' and families' 
expectations with respect to these four indicators are 
consistent with the role expectations typifying the medical 
model have serious implications. There are implications 
for (1) professional-lay relations, (2) the definition of a 
"pr.:.fessi.::orlal," (3) I.n~ban health care systems, arid (4) the 
viability of the hospice concept. 
With regard to the first implication, in Chapter III 
numerous theorists were cited who argued that where 
differences exist in role expectations, conflict is likely 
between role occupants. Patients, families, and health 
professionals, then, are likely to experience some conflict 
surrounding their expectations in these four areas. 
Concerning the second implication, as noted in the 
above discussion of the findings of Research Question 1, the 
addition of a self orientation to the service orientation 
may i .... ldicate a rleed t.:, redefirle JI_Ist what a " pr.:.fessie,rlal" 
is, and how the professional role is distinguished from 
other occupational roles. 
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The tnird imollcation for urban health care systems is 
tnat aue to the difflculty often experlenced by health 
professionals in making the transition between the treatment 
goals of cure and life prolongation, on tne one hand, and 
comfort and quality of life, on the other hand, separate 
programs for care of tne dying are likely to be necessary. 
Further diversification and fragmentation of urban health 
care systems, therefore, is probable. 
This finding also has implications for the viability 
of the hospice concept in the U. S. Specialized hospice 
programs for care of the terminally ill, as separate and 
alternative programs, are likely to be embraced as better 
suited to provision of care for these patients. 
Also relevant for the viability of the hospice 
concept, however, is the finding that a substantial 
proportion of patients and family members adhere to 
expectations for the role of the health professional that 
are consistent with the medical, not the holistic or 
Moreover, two of the expectations on which 
patients and families are at variance with the hospice model 
embody the very essence of hospice care: that the treatment 
goal should switch to one of comfort and quality of life, 
and that pain, where present, should be controlled through 
regular administration of medications so that patients 
remain free from pain, yet alert. To the extent that 
patients and families d.::. Y"1.:.t "buy int.:." these values, 
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If tne hos~ice model of care is to be accepted 
fully, it appears that considerable education of patients 
and families, as well as socialization of health 
professionals, especially those working in conventional 
programs, will need to be done by hospice proponents. 
At issue, h.:.wever, is who is "t'ight." 
instances, there is real, obJective information that 
indicates which viewpoil"lt is "c':.rt'ect" .:;.r "acc1.lrate," sl.ll:h 
as that related to pain control practices. Il"l other 
situations, it is difficult to know which group, patients, 
families, or health professionals, should be targeted for 
chal"lge. Of particular importance in this issue are 
potential cohort effects: if "quality" care is defined, fe.r 
example, on the basis of patient satisfaction, which is 
related to the values and beliefs to which the patient has 
beerl se.cial ized, the defirlit ion of "g.:.od" c.r "qual ity" care 
may change with each cohort. The implication is that there 
is likely to be a continual lag between what is taught as 
being important in the provision of terminal care and what 
patients and families receiving the care believe to be 
impc'rtarlt. 
Turning to the finding that the groups did n2~ differ 
on the remaining eleven indicators is significant in its 
failure to substantiate role theory. The most plausible 
explanation is that the hospice movement may indeed be a 
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social movement; many of the pr1nciples of hospice care 
appear to have broad appeal and hospice ideals, at least, 
apoarently have filtered down to the lay public. The 
current consumer rights and self-help movements are related 
movements that are having an impact on health care 
provision (Haug, 1979, and VeatCh & Tai, 1980). 
With respect to the second way in which the groups ~i~ 
differ, this study found differences associated with group 
meMbership in the rates of response to the various 
indicators of role expectations. If salience can be assuMed 
to be indicated by the degree to which particular indicators 
were addressed by respondents in their comments, it appears 
that the three groups attributed varying levels of 
importance to the various indicators. Indicators receiving 
the most comment by patients included affective involvement 
(1A), treatment goal (4A), patient involvement (4C), and 
criteria for evaluating the health professional (4F). The 
indicators commented on most by family members included 
affective involvement (lA), scope of care (2A), patient 
involvement (4C), and criteria for evaluating the health 
professional (4F). Those receiving the most response by 
health professionals were scope of care (2A), unit of care 
(2B), treatment goal (4A), criteria for evaluating the 
health professional (4F), and interprofessional 
communication (5B). 
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Very few patients and family members commented with 
respect to the interprofessional communication (5B) and the 
interprofessional decision-making (5C) indicators, although 
a substantial number of health professionals did comment. 
All three groups had fairly low rates of response for the 
volunteer involvement (4E) and patient-professional 
continuity (5D). Patients had lower response rates than 
either family members or health professionals on all of the 
indicators; they were simply less verbal. Pat ients 
commented substantially less often than did either family 
members or health professionals concerning the care approach 
(irldividualized ,:,r geY'lel'al) (3A), pe)'~haps because they felt 
they could not expect to be treated specially, as they were 
among other patients who also were dying; family involvement 
(4D); and unit of care (patient or patient and family). 
Patients' lack of attention to the needs of the family and 
also to the role of the family in the care was especially 
interesting; apparently, many were not able to see these 
needs in light of the gravity of their own personal 
si tuat iC'Y'ls. 
Irl swn, the ideal ex pect at iO:'Y'ls Qf_ib.Q§§Lr:§§QQng§ni§ 
~b.Q_m~~§_~_r:§!§Y~ni_£Qmm§ni did not differ according to the 
group membership of the respondents on the majority of the 
i nd i cat C,t~s. Differences in response rate and presumed 
salience did exist, however. In addition, the differences 
between the three groups' expectations on the four 
indicators described above are important. 
The differences in response rate merit discussion, 
especially the considerably lower rate of comment by 
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patients. Persons who are in the final stages of terminal 
illness, as most of the patients interviewed were, are not 
likely to be garrulous; they must conserve energy. Ethical 
considerations dictate that the researcher must be sensitive 
to terminally ill patients' frailty, prematurely ending the 
interview, if necessary. At the same time, most of the 
patients whose interviews are analyzed in this s~udy seemed 
pleased to have the opportunity to discuss their experiences 
and to share their views with the researchers. The majority 
of the family members interviewed also appeared to be glad 
for the opportunity to talk; this was especially true for 
family members whose relative (the patient) had recently 
died. In fact, for many of these family members, the 
interview seemed to be a cathartic experience. Researchers 
should be aware of this possibility, allow additional time 
for these interviews, and respond with sensitivity. 
EinQin£_~~ __ g~2§£iEiiQn§_~~_§~~£CQ~2. As 
hypothesized, differences by subgroup (being associated with 
a conventional program versus a hospice program) did emerge. 
These differences included those of response rate as well as 
differences in the ideal role expectations held. 
Specifically, respondents in conventional programs, 
especially patients, but sometimes family members and health 
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professionals, had lower rates of response for nine of the 
fifteen indicators. Plausible explanations for the 
generally lower response rate of patients in conventional 
programs include the possibilities that patients in 
conventional programs were more sick than those in hospice 
programs, that patients in hospice programs were more 
comfortable, physically or mentally, and were better able to 
respond, or that patients in conventional programs simply 
did not feel these issues were important. 
On two indicators, respondents from hospice programs, 
specifically, health professionals, had slightly lower 
response rates than those in conventional programs: 
availability of care (2C), and volunteer involvement (4E). 
The lower response rate for the latter indicator seemed to 
have resulted because a few health professionals in 
conventional programs perceived and expressed an unmet need 
for volunteers in their programs; the hospice programs all 
had volunteers affiliated with their programs. No readily 
apparent explanations exist for hospice professionals' 
somewhat lower response rate with respect to the 
availability indicator, other than the possibility that 
their expectations were met (their programs all had 24-hour 
availability of professionals, and their staffing ratios 
were slightly higher), making this issue less salient for 
them, or that some hospice professionals did not see this 
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issue as a particularly iMportant one for the ~rovision of 
quality terMinal care. 
Differences in the ideal expectations between 
those respondents in conventional prograMs and those in 
hosoice programs who ~i~ Make relevant cOMments eMerged for 
nine of the fifteen specific indicators. These nine 
indicators were lA, 2A, 4A, 48, 4C, 40, 4F, 5A, and 5C (see 
Chaoter VII, Research Question 2, for details). Essentially 
no differences appeared between the responses of subgroups 
(conventional versus hospice) for indicators 28, 2C, 3A, 4E, 
58, and 5D. 
Socialization theory would predict that the 
expectations of the respondents in these subgroups would 
vary due to the differences in the contexts in which their 
members are receiving or giving care. That is, patients and 
faMilies in hospice programs would be more likely to adopt 
hospice-like values due to their exposure and socialization 
to these values. The same would be true with respect to the 
expectations adopted by patients and faMilies in 
conventional programs. Health professionals would be 
expected to adhere to the values of their type of program 
for the same reason. The findings, therefore, appear to 
sUbstantiate this theory. Another reason for differences in 
the health professionals' expectations is plausible as well, 
however: that of self-selection, particularly for 
professionals working in hospice prograMS. An interesting 
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Dossibility is tnat the re~ortad confllcts in the 
professional socialization received by hea!th professionals 
may have beneficial aspects as well as the negative outcome 
these conflicts may serve to sensitize 
professlonals to expectations consistent with both models of 
healtM care provision, allowing the professional to choose 
the set of role expectations most appropriate to a given 
situat i,:,n. 
It is important to remember that 
tMe patients, and many of the family members, whose 
interviews were analyzed as part of this study were elderly. 
A "cclhl:lrt effect," theref,:,re, is pr':loable. These irldivi-
duals are likely t,:, have beerl me't~e ",:,ld schc'e,l," m':'t~e likely 
to have role expectations consistent with the medical model 
for health care provision, and less likely to have been 
irlfluerlced by recerlt cultural swirlgs tCI the "pre.-trIJth" me.cld 
(Veatch & Tai, 1980) and by the challenges posed to 
professional authority by the consumer rights and self-help 
me,vement s. Indeed, Haug (1979) found that elderly patients 
were less likely to challenge professional authority than 
were younger patients. The reticence of older patients also 
was noted by some family members and health professionals. 
Traces of this phenomenon were evident in the remarks of a 
few patients, who clearly were reluctant to complain about 
theit~ care. This p,:,ssible "cclhe't~t effect" has pat~ticular 
relevance for patients' involvement (Indicator 4C) in their 
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own care. Escecially for tnis generation of elcerly 
patients, then, the hospice prece~ts of pa~ient involvement 
in care-related decision-making may be oremature, pointing 
to the need for active encouragement, particularly of 
elderly pat lents, to participate in their own care. 
Active encouragement of family members to become more 
involved in the patient's care, however, may be counter-
indicated, especially with respect to encouragement to 
care for the patient at home. Nearly without exception, the 
family members who were interviewed had attempted or were 
continuing to provide care for their ill relative at home. 
The pnysical and emotional strain imposed on the family 
member by such care was quite evident. A particularly 
valuable insight provided by these data is that health 
professionals may sometimes push family members too hard, 
making them feel guilty for their inability to care for the 
patient at home, ignoring the needs of the family members, 
many of whom (a) are themselves in poor health, especially 
the spouses of elderly patients, or (b) have families of 
their own to attend to. 
As noted above in the discussion of the findings with 
respect to Research Question 1, the importance of the 
physician's role was evident in many patients' and families' 
comments, particularly with regard to his or her 
availability to patients and families (2A), the following of 
the doctor's orders concerning treatment procedures and 
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especially paln control (48), and the physician's 
resoonsibili~y to proviae information (mostly concerning 
diagnosis and prognosis) to patients and families (4C and 
4D) • Some nurses, too, felt that it was the physician's, 
not ~ne nurse's, duty to proviae information regarding 
patients1 diagnoses or diseases and their prognoses. 
nurses also inaicated that physicians' failure to provide 
such information made the Job of the nurse more difficult 
because the nurse was then unable to talk openly with the 
patient and tne patient was afraid of the unknown, not 
knowing why he or she was experiencing certain symptoms. 
One surprising finding was that patients and families, 
while still desiring affective involvement (lA) on the part 
of the health professionals, tended to expect a less intense 
level of personal involvement than health professionals 
expected of themselves. It seems that health professionals 
may put more pressure on themselves to establish a more 
personal relationship with the patient than is expected by 
either families or patients, or at least to convey the 
impression of a more personal relationsip. This latter 
possibility is suggested because of the use of such words as 
II cO:'Y"lvey II iY"1 nealth pt~,:,fessiO:'Y"lals' respc'Y"lses (e. g., "the 
health professional should convey true caring to the 
pat ieY"lt"). The literature on physician and nurse 
s,:,ciallzati':'Y"1 aY"ld maY"IY t~esp':'Y"ldents, irlcludiY"lg health 
professionals themselves and even a few patients and 
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The c'ptimal level, irl tne view c.f mc.si:; of 
tne respondents, seems to be that of genuine personal warmth 
and caring, wnlch may need to be conveyed in different ways 
for different patients. 
As mentioned aoove in tne discussion of the findings 
concerning Research Question 1, the socialization literature 
as well as some of the health professionals interviewed 
noted that patients and families sometimes are reluctant to 
give up active treatment for the patient's disease. An 
additional observation stemming from the interview data 
relates to this point: a given treatment, such as 
intravenous feeding, can be provided for different purposes, 
such as either to prolong life or to provide comfort. That 
is, there appear to be frequent differences of opinion as to 
which measures cc,rlstitute appt~ol=n~iate Jlc.:.mf.:.t~tJl meaSl.n~es arid 
which are extraordinary, life-prolonging measures. 
among health professionals themselves, as well as among 
nealth professionals and patients and families, then, 
appears likely with respect to issues concerning appropriate 
treatment measures. 
Concerning pain control practices, a related area, a 
health professional made an interesting comment that may 
provide an explanation for health professionals' i rlabi 1 ity 
to control some patients' pain. He noted that there are 
4B4 
varIous kinas of pain, ana that efforts to control physical 
pain may be ineffec~ive, or count~rinaicated, when the 
patIent's pain is of a spIrItual or psychologIcal nature. 
Ano~her theme that emanated from the interview data 
was related to this issue of expectatlons concerning the 
aopropriate treatment goal (4A) and also to the issue of 
expectations for patient-professional continuity (5D). 
Soeci fically, the iimirl.9 .:.f the charlge ft'.:.m a gc.al .:.f "Cl.lre" 
t·:· a gc.al of " c .:.rn f.:.,\,'t" arid "qual i ty .:of I i fe" is rl.:.tew.:.,\,'thy. 
While it seemed that most health professionals eventually 
cnanged their treatment goal for the terminally ill patient, 
sometimes this change did not occur until quite late. In 
other words, the terminally ill patients continued to be 
tt'eated as .:.ccuparlts of the "sick t'c.le" as c.pp.:.sed to 
occllparlts .:.f the "dyirlg rc.le" I.mtil quite late irl theit' 
lives (Noyes and Clancy, 1977). At issue here is the point 
at which some.:.rle sh.:.I.lld be cc.rlsidet'ed as beirlg "tet'rnirlally" 
ill, or ill beyond hope of recovery. From the perspective 
of several of the health professionals in hospice programs, 
the switch t.:. t'\"eating the patient irl the "dyirlg role" often 
did not occur soon enough; these professionals felt that 
patients frequently were referred to the hospice program 
with so little time left to live as to make it impossible 
for the health professionals to achieve their goals of 
maKing patients comfortable, helping them to improve or 
maintain their quality of life, and helping their families 
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to cope wi~~ the impen~ing death. It seems that 
inaopropriate timing of tne switch between the two goals of 
~reatment, then, can result in a failure on the part of the 
health professional to achieve §iib§~ of the two treatment 
Additional research into the question of Just when 
Another theme that emerged from the interview data was 
that of the importance of the role of the family as an 
advocate and watchdog for the patient. Families and health 
professionals alike were aware, however, of the fine 
distlnction between the family's fulfillment of this 
advocacy role and being overly critical and interfering. 
Respondents pointed out that families who were perceived as 
being overly critical were actually likely to have a 
negative impact on the care, as health professionals would 
be more inclined to avoid these patients. 
An important point having relevance not only for the 
potential advocacy role that may be played by families (4D), 
but also for their treatment as recipients of care 
(Irldicatclr 2B: Unit Of Care), was made by a few health 
professionals with respect to the provision of information 
tCI fami lies. The point made was that families, like 
patients, may not ask for information, especially for 
information concerning available resources for financial 
assistance or home care supplies or for specific information 
regarding wnat exactly they should do if the patient dies at 
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home, now to make funeral arran~eMen~s, etc. 01'"le health 
professional asserted that while families generally will not 
aSK for such information, and that wnile somehow the 
necessary activities surrounding a death do get done, the 
experience could be a much less traumatic and stressful one 
for the family if the health professional were to initiate 
dlScussion of these issues. Provided that this were done 
with sensitivity, the recommendation seems to be a worthy 
In the original formulation of the analytical model 
which provided the basis for the analysis of data reported 
e'l'l here, .:.r,e additic.nal indicat.:.r, "Ability t.:. Pay," was 
i rlcl uded. This indicator ultimately was eliminated from the 
model because its unit of analysis was not the health 
professional but was instead the organization or system in 
which care was to be provided. Nonetheless, a few remarks 
should be made with respect to this issue. 
Six of the 17 patients (35~) (two conventional, four 
hospice) described concerns relative to their ability to pay 
for the care they were receiving or had received to date. 
Twenty-six family members (68%) described such concerns, 
either their own or their ill relative's (75~ of those in 
conventional programs, and 61% of those in hospice 
programs). Most of these persons expressed concerns that 
related to services that were not covered by Medicare, or 
that had to do with care recipients needing to pay bills 
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tnemselves and be reimoursea cy Mecicare. Some were 
thanKful ~na~ they or their ill relative had been aole to 
s~ay at home because it was less exoensive. Some reported 
with gratitude instances in which needed supplies had been 
providea free of charge. Twenty-eight health professionals 
(72~) discussed eitner matter-of-fac~ly or with frustration 
situations in which adequate services could not be provided 
given tne lack of reimbursement for such services. Several 
families and professionals noted that even those families 
with substantial resources at the outset of a terminal 
illness frequently find their reserves severely depleted by 
the time the patient dies. 
Ideally, nearly all of these respondents probably 
would agree that terminal care should be available to 
patients regardless of their ability to pay. This ideal, 
like immediate availability of the health professional 
(Indicator 2C), however, appears to be far from 
realization. In planning services for terminally ill 
patients, it would appear prudent to bear in mind the high 
degree of concern expressed by patients and families with 
regard to cost of care and to make provisions for those who 
cannot afford to pay for these services. A minimal 
prescription for the individual health professional would be 
to keep in mind the fear and anxiety associated with 
financial worries that are experienced by many patients and 
families due to the hign costs of health care. 
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A final flnolng oerivec from tne interview data bears 
examlna~ion: tha~ OT tne existence of needs on the part of 
healtn professionals that, at least as argued by some, must 
be met in order for health professionals to forestall 
burnout and, therefore, to be better able to serve their 
patients. The scecific types of needs mentioned were those 
for time off, support, opportunities for continuing 
education, ventilation, and for pursuit of activities 
outside of work. As discussed above, this finding calls 
into question the very definition of a professional as one 
who has a service, not a self, orientation. An argument 
could also be made that a role expectation of this nature 
maintains its consistency with the service orientation but 
simultaneously embraces the self orientation. In either 
case, the definition of the professional role may require 
revision. 
~§~§2~£n_Q~§~~iQn_~ 
This question asked how the role expectations of the 
respondents interviewed compared with those to which 
physicians and nurses have been socialized. 
EinQi~g_1~ __ ~2ffiQ2~i§iQ~_Qf_Ei~Qi~g~_E~Qffi_B§~§~~£Q 
As noted in Finding 1 of Research 
Question 2, the ideal expectations of respondents who made 
comments relevant to the various indicators of role 
expectations were more consistent wit~ the holistic 
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(nosplce) model of care. In contrast, as noted ln Findings 
1 and 2 of Researcn Question 1, ~hysicians and nurses appear 
to be soclallzed more to the medical mOdel and/or to receive 
conflicting socialization, that is, socialization to aspects 
of botn tne medical model and the holistic model. The 
general conclusion that can be drawn, therefore, is that (a) 
responaents' expectations, as a whole, are not consistent 
with those to which physicians and nurses are socialized and 
are not likely to be met, or (b) for those role expectations 
with respect to which physicians and/or nurses receive 
conflicting socialization, respondents' expectations are 
likely to be met only sometimes. 
This conclusion, however, represents a broad generali-
zation that does not take into account the differences that 
were found ~§i~§§n each of the three groups of respondents 
(patients, family members, and health professionals) in 
their expectations with respect to four of the indicators 
and with respect to their varying rates of response to 
several of the indicators (see Research Question 2, Finding 
2). This finding also does not consider the differences in 
expectations that emerged ~iibin each group of respondents, 
i.e., for respondents in conventional as compared with 
hospice programs (see Research Question 2, Finding 3). As a 
result, this conclusion, while accurate at a general level, 
oversimplifies the findings. 
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~eeping in mind the oualifications stated above, this 
conclusion has a numoer of practical implications. The 
hosoice mODel of care apoears to have a fairly broad base of 
the iDeal expectations for the role of the health 
professional of the terminally ill patients, family members, 
and health professionals themselves were consistent with the 
majority of the hospice principles. At the same time, if 
the hospice model is to be implemented successfully in its 
entirety, based on the responses of those interviewed, it 
appears that healtn professionals currently practicing in 
conventional programs may require socialization to its 
principles with respect to the appropriate goal of treatment 
(4A), pain control practices (48), patient involvement (4C), 
family involvement (4D) and interprofessional decision-
making practices (5C). In addition, programatic and policy 
changes appear to be called for. Specifically, in order for 
health pl'~.:.fessi.:.y,als to be able t.:. address patients' (ay,d 
families') psychosocial care needs (2A and 28), health 
profeSSionals need to have more time; such time is likely to 
be available only with the hiring of additional staff. 
Also, third-party reimbursement for the provision of 
psychosocial care only is indicated. 
Furthermore, some eDucation of patients and family 
members, that is, lay people in general, appears to be 
necessary for full and successful implementation of the 
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nospice mOQe~, especially for those wno have had no prior 
exposure to or experIence wi~n hospice concepts. Specific 
areas seeming to reQuire attentIon are: 
(2B)l the aopropriate goal of treatment (4A), appropriate 
paIn control practIces (4B), involvement of the patient in 
care-related decisions (4C), involvement of the patient's 
famIly in tne care (4D), and interprofessional decision-
makirlg (5C). Especially given the gradual movement toward 
holistic care and toward greater participation of lay 
persons in their own care, the hospice concept, in general, 
appears to be viable over the long run. 
Even witn such socialization and education, however, 
it is the opinion of this researcher that the basic American 
cultural predispc.sitic.n to "riot give up" h.:.pe c.f a CI.lre is 
unlikely to be supplanted. In addition, it seems probable 
that some patients and families will continue to not want to 
know, or to have patients know, their diagnosis and 
Furthermore, fears of patients' becoming drug-
dependent and of medications losing their effectiveness if 
administered over a long period of time seem unlikely to be 
easily assuaged, especially among middle-aged and elderly 
patients and families. In sum, full adoption of §ll hospice 
precepts for care of the terminally ill may not occur for 
se'me time. Moreover, this may not even be desirable; if 
such precepts are adhered to on a broad scale and applied 
indiscriminately to all terminally ill people and their 
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famlies~ wnat might be consioered the most basic of all the 
hosoice tenets wlll be violated: that the care of each 
patient and Mis or her family must be approached on an 
individual, case-by-case basis. 
gY~1~~~i2n_Qf_In§_~tili£y_Qf_E~~aQna~_E§~t§~n_~~~i§Qlga 
In general, Parsons' pattern variables as applied to 
this problem of identification of the role expectations for 
health professionals in the provision of quality terminal 
care proved quite useful for pointing to the major areas of 
role expectations. Although the names of the pattern 
variables and the language used to describe them were found 
to be cumbersome and obscure, the pattern variables were 
extremely valuable in signaling important areas for this 
role analysis. 
One problem encountered was the overlap between the 
pattern variables; they do not appear to be mutually 
exclusive of one another, thereoy making classification of 
certain role expectations difficult. Considerable benefit 
could be derived from further study of the interrelation-
ships between the five variables. 
Nevertheless, the pattern variables did appear to be 
reasonably comprehensive and capable of differentiati~g 
between role expectations prescribed by the two major models 
for the provision of health care (the medical and the 
holistic mooels) as well as between the roles of the 
pnyslclan and the nurse. To maximize ~he usefulness and 
clarl~y of ~~e pat~ern variacle framework for the problem 
addressed in the present study, an elacoration of the 
pattern variaoles, in the form of develooment of various 
"lrldicatcors," was I.mdertal-<.erl (see Chaptet~ VI, Arlalytical 
Mc.de 1) • 
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One pattern variable and, particularly, one of the 
indicators developed could benefit from further study: the 
"ach i everl,erlt-asct~i pt i.:.rl c,t~i erlt at ieorl" patt et~n vat~i abl e arId 
the ir:dicat'::tr, "ct~iteria fc,r evaluatic'Y'1 ,:,f the health 
Just what characteristics constitute a 
performance-orientation as opposed to an ascription-
orientation is highly debatable. For example, personal 
characteristics such as beiY'lg "compassi,:'rlate" Ot~ "haviY',g a 
talerlt fOt~ cat~iY'lg fCot~ cold pe,:ople" can directly affect the 
healtn professional's performance capacity, yet they may 
also be considered as ascribed characteristics (see Chapter 
VII, Results, Research Question 2, Indicator 4F). Some 
additional recommendations for future research follow. 
RECOMMENDATIONS FOR FUTURE RESERRCH 
A number of areas of inquiry related to the problem 
addressed in the present research appear to be fruitful and 
deserving of future study. 
1. Systematic empirical study of medical and nursing 
schools is recommended in order to determine empirically the 
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norms to WhlCh physlclans and nurses in training are 
orofessionally socialized. The presen~ study found that 
ohysicians appear to be socialized to role expectations most 
congruent with those of the medical model. With respect to 
nurses, however, changes seem to be underway in the values 
and role expectations imparted through socialization, and it 
was not possible to characterize nurses as being socialized 
to either the medical model or the alternative holistic 
model. A trend toward the holistic model of care, however, 
appears to be evident. Also evident is the emerging role of 
tne nurse in the provision of terminal care, possibly to a 
position of dominance. It is important to monitor these 
changes over time. A longitudinal study would be most 
useful in this regard. 
Moreover, as noted earlier, much of the existing 
literature on the socialization of physicians and nurses 
with respect to issues surrounding the care of the dying 
does not appear to be empirically-grounded. 
systematic work in this area is called for. 
Additional 
Accompanying this large-scale, systematic study of the 
norms to which physicians and nurses in training are 
socialized should be research addressing the relationship 
between socialization for the health professional role and 
behavior in that role. Ideally, such research would follow 
a group of medical and nursing students through their formal 
schooling and into the workplace. Participant observation 
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mignt be a particularly useful technique for assessing the 
healtn professionals' role benavior. 
2. Extension of the present study to overcome its 
numerous design limitations is necessary in order for valid, 
generalIzable findings to be obtained with respect to the 
ideal expectations for the healtn professional role. 
Particularly, tne number of patients, family members, and 
healtn professionals interviewed should be increased. In 
addition, a greater ethnic mix of respondents should be 
obtained, and the sample should be national, not primarily 
local, in scope. Furthermore, respondents, particularly 
patients and families, should be of various ages. An age-
stratified cross-sectional design would minimize any cohort 
effects obtained with respect to expectations for the health 
professional role to which patients and families may have 
been socialized. Alternatively, a longitudinal design would 
enable the monitoring of changes in role expectations over 
time. Similarly, study of prospective patients to determine 
their expectations for the health professional role in the 
provision of quality terminal care with followup interviews 
of patients who became terminally ill would be enlightening 
as to changes in perspective that may occur once an 
individual has been diagnosed as having a terminal illness. 
The health professionals interviewed should be physicians 
ano nurses, some of each gender. With tne expansion, in the 
holistic model of care, of the scope of care to include the 
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meeting of PSYChosocial as well as physical needs through 
t,e use of an interdisciplinary team of professionals, the 
adQl~ion of socIal workers and psychologists to the sample 
would be beneficial. 
3. Further study of the decision-maKing process 
ill" i s wat~l"~ant ed. The point at which a patient is seen as 
"tet~mil"lal" affects the timil"l!;! c,f the switch ft~c'rn the "sick 
rc.le" t.:, the "dyirlg t~c,le" al"ld the attel"ldarlt expectatiol"ls 
held by and for the patient occupying this role. The timing 
of this change in role expectations has implications for the 
health professional's ability to achieve either of the two 
major treatment goals (life prolongation or quality of life 
al"ld cc'mf.:,rt). 
4. The present study focused only on the role of the 
health professional in the provision of quality terminal 
This role is Just one of those in the role set. 
However, expectations associated with the roles of the 
patient and the family are equally important. A number of 
indications were given by health professionals, patients, 
and family members alike tnat there is a set of expectations 
fc'r the "gc,,:,d" patiel"lt c'r the "goc,d" family rnerllbet~. The 
role expectations for patients and family members in the 
terminal care situation should be systematically explored. 
5. Treatment of the patient and the family as the 
unit of care is one of the key precepts of the hospice model 
of care, yet Ilttle attentlon has been aevoted to the 
questi.:,n, "Wh.:. is t:Je far.lily?"; ti-Jat is, "Which family 
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members sheil_lId receive tt'eatmerlt?" Uncerlying thlS precept 
is a persoective of the family as a system, as a functioning 
wnole comorlsea of many parts. How realistic is it to 
expect tne healtn professional to address the needs of all 
those family members involved with the patient? 
research should begin to examine this issue. 
6. Systematic empirical study of the needs of 
terminally ill patients and their families is imperative. 
Much of the existing literature is impressionistic, yet 
entire treatment regimes are planned upon health 
professionals' perceptions of the various needs of patients 
arid fami lies. 
7. Further refinement of the indicators of role 
expectations that were developed as part of this study is 
cri tical. These indicators have potential utility for the 
aevelopment of assessment tools to measure quality of 
terminal care and for recruitment and selection of health 
professlonals to provide care for the terminally ill. 
process and outcome measures for assessing quality are 
Y"lecessary. Building upon the exploratory work done in the 
present study, development of closed-ended questions, 
perhaps in a chec~list format, should be initiated. To 
avoid tne pitfalls associated with the checklist used in the 
present study (e.g., misunderstandings of terms such as 
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format--see Cna~~er V, Research Design and Methods, Quality 
and ~imitations of the Interview Data), items should be 
carefully pretestea. 
B. Additional consideration should be given to the 
issue of "Wh.:. is t~ight?", that is, wh.:.se viewpc.int sh.:,uld be 
honored in instances of conflict between members of the role 
set, iY"lcll.ldiY"lg the patiel'"lt, the family, arid the health 
pr.:.fess i ':'Y"la 1 s. 
9. Finally, the present s~udy has demonstrated that a 
t~edefil'"liti.:.n of the r.:d.e .:.f the "pr.:.fessic'Y"lal" may be 
l'~equi red. Further study of the distinction between 
" pr.:.fessi':'l'"lals" aY"ld "lay" pec.ple al'"ld their respective re.les 
in the realm of AMerican health care is needed. 
For example, with increasing participation of patients and 
families in treatment-related decisions and the attendant 
erosion of the authority of the health professional, how 
will the roles of the lay person and the professional be 
differentiated? Also, what are the implications for the 
increased attention and openness to the needs of health 
professionals who traditionally have been viewed as 
sacrificing their own needs in order to meet those of the 
patients whom they serve? 
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CONTRIBUTIONS OF THE PRESENT STUDY 
In summary, this study has made some methodological, 
theoretical, and practical contributions, including: 
1. The application of Parsons' pattern variables, 
which were first conceptualized as dimensions which would 
describe ways role could vary (Parker, 1978), in an analysis 
of the expectations associated with a particular role. 
Typically, when the issue of expectations for a given role 
is raised, one or two types of role expectations may be 
addressed or focused upon; rarely is an attempt made to 
examine comprehensively the expectations associated with a 
particular role. This study demonstrates the value of 
Parsons' pattern variables: as offering a fairly 
comprehensive framework, a broad perspective, within which 
the various expectations associated with a given role may be 
viewed. 
2. The use of Parsons' pattern variables specifically 
to: (1) to identify (a) the role expectations to which 
health professionals (physicians and nurses) are socialized 
with respect to the provision of quality terminal care and 
(b) the ideal expectations for the health professional role 
in the provision of quality terminal care as held by a group 
of terminally ill patients, family members, and health 
professionals; and (2) compare (a) and (b). The pattern 
500 
variables were found to be useful vehicles for viewing and 
discrimirlating between role expectations associated with the 
current dominant model of health care provision in America 
today, the medical model, and an alternative model, the 
holistic care model, which, in the specific case of terminal 
care, i& embodied in the hospice model. To date, no such 
systematic analysis has been made of the expectations 
associated with the role of the health professional in the 
provision of quality terminal care. 
3. A call for reexamination of the definition of a 
"professional." This research demonstrated that the rc.le of 
the health professional within the medical model differs 
from that of the health professional within the alternative, 
holistic model, and specifically, the hospice model. Either 
professionals within the alternative model are not really 
professionals or a redefinition of the role of the 
professional is required. 
4. The generation of specific indicators of role 
expectations, elaborating upon Parsons' pattern variables. 
Following further refinement, these indicators can be used: 
(a) to develop instrumentation for assessing the quality of 
terminal care; and (b) for recruiting and selecting health 
professionals for the provision of quality terminal care. 
5. The shedding of light onto some specific areas of 
role expectations in which there appear to be conflicts in 
socialization of physicians and nurses. These conflicts may 
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result in role strain and, therefore, may signal areas in 
which changes in socialization practices may be indicated in 
order to reduce such role strain and conflict. 
6. The provision of insight into the specific ways in 
which terminally ill patients', family members', and health 
professionals' perspectives may be similar and different, 
and also the ways in which the views of persons associated 
with conventional progr~ms may compare with those of persons 
giving or receiving care in hospice programs. These 
fi Yld i ngs have impl icat ioYls both for role theory al"ld for 
socialization theory as well ~s practical implicatioYls 
related to the reductiol"1 of conflict between members clf the 
role set so as to enhaYlce perceived quality of care. 
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OVERVIEW OF THE RESPONDENT SELECTION PLAN 
Program/Sites Selection (n=10) 
Ten urban programs/facilities providing care to 
patients having late stage disease or illness were selected 
so that a wide range of services, philosophies, and care 
environments would be represented in the study. Sites 
selected included: 
o Hospi tale (units wi thin) (n=3; 2 "hospice-l ike") 
o 
o 
o 
Nursing homes (n=4; 1 "hospice-like") 
Home care programs (n=2; 1 "hospice-like") 
Hospice facility (n=1; autonomous program--
inpatient and home care) 
Selection of Individual Participants from the 
Above 10 Programs (Proposed n=100; Actual n=94) 
Interviews were conducted with five groups of 
individuals: 
o Administrators or supervisors of the programs/ 
units/facilities identified above (1 per program; 
proposed and actual n=10) 
o Staff persons heavily involved in care of patients 
with late stage illness (3 per program; proposed 
n=30; actual n=29) 
o Elderly terminally ill patients (2 per program; 
proposed n=20; actual n=17) 
o Family members of terminally ill patients (2 per 
program; proposed n=20; actual n=lS) 
o Recent ly bereaved fami ly members of pat ieYlts who 
had been cared for in the program (2 per program; 
proposed and actual n=20) 
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PATIENT PROFILE 
Age Sex Care Settings Diagnosis Length of Prognosis Aware of 
(*denotes place Illness Illness 
of interview) 
70 male Home CA: 7 years uncertain: has yes 
*Hospital prostate lived one 
year longer 
than expected 
70 male HOllIe CA, 4 1/2 years uncertain yes 
*Hospital colon 
JIbout female Home CA: 7 CIOnths uncertain unclear, 
701 *Hospital brain tw:lor appeare d 
to deny 
60 female Home CAl 7 1/2 years uncertain aware, 
Nursing HOCIe pancreas but not 
*Hospital talking 
about 
her 
illness 
78 female Hospital CA: 3 weeks limited: yes 
*Nursing Home pancreas 6 weeks 
78 male Hospital CA: 1 year uncertain: yes 
Board & Room secum guarded 
*Nursing Home 
60+ female Hospital CA: 1 1/2 years limited no 
Home liver 
*Nursing HOllIe 
85 male Hospital CAl 2 years uncertain: yes 
Home stomach stable 
*Nursing Home 
83 male Home CA: 3 years uncertain: yes 
Hospi.tal bladder has lived 
*NurSing Home nearly one 
year longer 
than expected 
lBased on staff estimate or on the basis of comments in the interviews. 
523 
Age sex care settir.SG Diagnosis Lerl9th of Prognosis Aware of 
(·denotes place Illness Illness 
of interview) 
57 male Hospital amyotrophic 6 years uncertain yes 
Home lateral 
·Nursing Hane sclerosis 
86 female Home CA: 2 years uncertain unclear 
Hospital abdomen 
·Nursing Heme (widespread) 
83 female Hospital Severe CVA 5 1/2 uncertain unclear 
Home (stroke) months 
·Nursing Hane 
75 female Home CA: 1 1/2 years uncertain: has yes 
Hospital breast lived longer 
Hospice already than 
·Nursing Hane was expected 
76 male *Hane CA: 2 years uncertain yes 
colon 
60+1 female Hospital CA: breast 5 years uncertain yes 
·Home metastasized 
to bone 
84 male Hospital CA: 4 years uncertain: yes 
• Home bowel "not good" 
75 female Home CA: 1 year "a few months" yes 
Hospital pancreas 
·Hospice 
lBased on staff estimate or on the basis of comments in the interviews. 
FAMILY PROFILE 
Relationship lAPprOXimate/DiagnOSiS, Length of IllneSS,/Care setting of IRespondent's Involvement in care 
of Respondent Age of and Age of Patient Patient at Time of and CUrrent Situation 
to Patient Respondent Fami~ Interview 
Wife 70 
Daughter 30s 
Husband learlY 70s 
Wife I ." 
i 
Nephew imid 60s 
I 
Wife mid 60s 
Daughter mid 40s 
sister 64 
CA, colon. III approximatelylHospital 
4 1/2 years. Age 70. 
CA, liver. 
8 months. 
III approXimatelyIHosPital/out-
Age 58. patient treatment 
CA, brain. III seven months. I Hosital 
Age 70. 
CA. III approximately 
one year. Age late 60s. 
Hospital 
CA, secum. 
one year. 
III approximately \ Nursing Home 
Age 78. 
CA, larynx I stroke. Length 
of illness unknown, less 
than year. 
CA. III for 2 years. 
Age 78. 
CA, liver. III about 2 
years. Age 66. 
Nursing Home 
Nursing Home 
Nursing Home 
Has cared for her husvand at home. 
Spends her days in the hospital 
with him now. 
Visits frequently. Seeks informa-
tion from medical staff. Keeps 
patient and siblings informed. Has 
a strong support group. 
cared for wife at home. Visits her 
daily now. They live several hours 
from the hospital. Is staying with 
a nephew in town. 
cared for husband at home. Visits 
him daily in the hospital. 
Closest relative to the patient. 
Visits him in nursing home weekly. 
Takes care of finances. 
cared for husband at home until 
stroke. Visits husband daily. Has 
health problems herself. Needs 
transportation to get to nursing home. 
Visits father daily, works in the 
facility. Provides information to 
her brothers and sisters. 
Lived with patient prior to illness 
cared for her at home. Visits her 
daily with other siblings. 
U1 
N 
~ 
Relationship \ Approximate I Diagnosis, Length of Illness'lcare Setting of IRespondent'S Involvement in care 
of Respondent Age of and Age of Patient Patient at Time of and current situation 
to Patient Respondent Family Interview 
Wife 
Daughter 
Daughter 
Niece 
Daughter 
Daughter 
Wife 
Wife 
Wif. 
Husband 
80+ 
late 20s 
mid 50s 
50s 
mid 40. 
53 
65+ 
60s 
80. 
CA, bladder. III three 
years. Age 83. 
Amyotrophic lateral 
sclerosis, dependent on a 
respirator. III six years. 
Age 57. 
Nursing Home 
Nursing Home 
Severe stroke, limited INursing Home 
prognosis. Length of illness 
unknown. Age 84. 
CA, widespread. III two 
years. Age 86. 
Severe stroke. III 5 1/2 
months. Age 83. 
Nursing Home 
Nursing Home 
CA, breast. 
Age 75. 
III 1 1/2 years. I Nursing Home 
(discharged frOt:l 
hospice) 
CA, prostrate, bone metas-
tasis. III approximately 
five years. Age 82. 
CA, colon. III approxi-
mately two years. Has 
refused treatment. Age 76. 
CA, bowel. III four years. 
Age 84. 
Home 
Home 
Home 
early 60s ICA, pancreas, followed by 
stroke. III for approxi-
mately one year. Age 63. 
Hospice 
Is herself disabled and also a 
resident in the nursing home. Her 
husband comes to see her daily. 
Visits frequently. Runs her father 
father's business. 
Came from out of state to be with 
her ill mother. Visits daily. Is 
assisting her father with house-
keeping, etc. 
Came from out of state to be with 
her aunt. Visits daily. 
cared for her mother in her 
(daughter's) home. Visits daily 
and is an advocate. 
cared for her mother at home. 
Visits frequently. Is also caring 
for her husband at home who is 
quite ill. 
Cares for husband at home. Has 
received some training for this. 
Has a strong support system. 
cares for husband at home. Has 
support services, but respondent 
feeling worn down. Daughter 
recently died of cancer. 
cares for her husband at home. 
lIusband and wife interviewed 
together. 
cared for wife at home. Is in poor 
health himself. Visits wife daily, 
often bringing food for both his 
wife and the staff. 
U1 
N 
U1 
BEREAVED FIIMILY PROFILE 
Relationship IAPproximatelpatient's Diagnosis, Length of IllneSs'IResPOndent's Involvement in carelLength of 
of Respondent Age of Place of Death, Age at Death Bereavement 
to Patient Re~ondent 
Husband 70s 
Daughter 40 
Wife late 60s 
Wife 58 
Wife 55 
Wife mid 60s 
CA. III seven years, last episode 10 
months. spent about one week in a 
nursing home prior to her death in the 
hospital. Age mid 70s. 
CA, pancreas. III for 1 1/2 years. 
spent time in and out of hospital. 
Died in the hospital. Age mid 60s. 
Had cared for wife at hrnne. 
Visited her frequently in the 
hospital, a distance of ~hree 
to four hours from home. 
Saw to her mother's care at 
home. Was an advocate and in-
volved as a member of the team 
of providers. 
2 months 
4-6 weeks 
80 year old man had not been feeling lcared for husband at home. She 13 months 
well for about one year. Leukemia had cancer herself several years 
diagnosed during hospitalization for ago. 
broken hip. cared for at home. Died 
in hospital within a month of 
diagnosis. 
CA. III approximately one year. lcared for her husband at home. 13 months 
cared for at home and in the hospital. 
Died in the hospital. Age 67. 
CA. III approximately three months. lcared for husband at home. 15 months 
cared for at home. Died in the 
hospital. Age 55. 
Bone marrow failure. III nine months. 
Died in the hospital at age 62. 
cared for husband at home before I 6 weeks 
hospitalization. Spent nights 
in hospital. Was the only one 
who could calm her husband when 
he had reactions to medications. U1 
'" 0'1 
Relationship IApprOximatelpatient's Diagnosis, Length of Illness,!Respondent's Involvement in care! Length of 
of Respondent Age of place of Death, Age at Death Bereavement 
to Patient Re~ndent 
Husband 
Wife 
Wife 
Wife" 
Daughter 
Husband 
Brother 
70s 
early 60s 
86 
70s 
40s 
64 
70s 
Multiple myeloma. III two years. Died/spent nights in nursing home and I 7 months 
at age 70 in her home two weeks after was an advocate. Cared for her 
discharge from nursing home. at home previously. 
LeuJcemia. III 20 months. Cared for 
in several hospitals in different parts 
of the country. Died !I.t home six days 
after last hospitalizat.ion. Age mid 
60s. 
CA, just over one year. Lived in 
southwestern Oregon, coming to Portland 
for care. Spent some time in hospital. 
Died in son's home at age 86. 
CA, colon. III for three yeurs. Had 
episodes in hospital and spent two 
months in nursing home. Died in a 
private home after one month. About 
80 years old. 
CA, breast. III seven years. Last 
episode seven months. Died in hospice 
at age 61. 
CA. III two years. She died in the 
hospice at age 74. 
Lived in the hospital room. 
Kept track of medications, 
care. cared for her husband at 
home previously. 
Cared for her husband at home. 
Cared for husband at home with 
assistance of daughter. Became 
worn out from the care. 
Cared for his wife at home 
before hospice. Visited daily. 
Has a very strong faith. 
2 1/2 months 
B months 
2 years 
6 weeks 
Visited daily, both at home and 11 1/2 weeks 
when she went to the hospice. 01 N 
-..J 
Relationship IApprOximatelpatient'S Diagnosis, Length of IllneSs'IRespondent's Involvement in carel Length of 
of Respondent Age of place of Death, Age at Death Bereavement 
to Patient Respondent 
Daughter' I 30s 
Daughter-in-
law 
Daughter I mid-late 
50s 
Daughter 63 
Cousin 40s 
Wife 70 
Daughter 50 
Wife 75 
Leukemia. III nine months. Most care 
received in her home or daughter-in-
law's home. Died in the hospital at 
age 63. 
Mother in poor health several years. 
Died in nursing home 15 days after a 
stroke. Age 80+. 
CA. III 1 1/2 years. Died in a nurs-
ing home. Age 80+. 
Cirrhosis of the liver. Died in a 
nursing home. Age 47. 
CA. colon. III approximately 4 1/2 
years. Died in nursing home. Age 65. 
Had been in nursing home 5 1/2 years. 
Diagnosed with CA urinary tract and 
died within a few weeks. Age 73. 
CA, lung, prostate. III for four 
years. Cared for at home and in the 
hospital. Died in nursing home. Age 
early 70s. 
Daughter helped her mother at 
home, assisted in obtaining 
resources. Daughter-in-law 
cared for patient in own home 
for some time. 
Patient lived with daughter 10 
years. Daughter visited her 
mother in the nursing home 
daily. 
3 weeks 
one month 
Visited mother in the nursing lone month 
home. Wanted to take her mother 
home. Patient had lived with 
another daughter. 
Took care of her cousin for 16 months 
seven months and then was an 
advocate for him while he was 
in the nursing home. 
cared for husband at home. lone month 
Cared for her mother in her 12 months 
home. Later was contact person 
for her mother after she entered 
the nursing horne. 
Cared for husband at home pre- 12 months 
viously. Visited daily in nurs-
ing home. Now a volunteer at 
the nursing home. 
VI 
~ 
en 
care Setting 
Hospitals 
(n-3) 
STAFF PROFILE 
Position 
RN·, special team 
RN·, head nurse, oncology unit 
RN, charge nurse, oncology unit 
RN, staff nurse, oncology unit 
RN, delllOnStration program 
RN, demonstration program 
Nurse's Aide, oncology unit 
MD, Medical Director, special team 
MD, senior resident, oncology unit 
MD·, Medical Director, demonstration program 
MSW, special team 
MSW, demonstration program 
Nursing Homes Administrator· 
(n=4) Administrator· 
Home Health 
Programs 
(n-2) 
Freestanding 
Hospice 
(nel) 
Administrator· (RN) 
Administrator· 
Geriatric Nurse Practitioner 
RN, supervisor 
RN, supervisor 
RN, staff nurse 
!IN, staff nurse 
!IN, staff nurse 
!IN, mental health specialist 
Nurse's Aide 
Nurse's Aide 
Social Service Director 
BSW 
Chaplain 
!IN. , team manager 
RN·, supervisor 
RN 
RN 
Home Health Aide 
HSW 
BSW 
Administrator· (SW) 
!IN, head nurse 
Medical Director 
Family Service Worker 
·Interviewed as program administrator or supervisor 
Length of Time 
in position 
4 1/2 years 
1 year 
1 1/2 years 
2 years 
1 month 
1 month 
1 year 
5 years 
5 years 
6 months 
6 months 
6 months 
7 months 
2 1/2 years 
1 1/2 years 
7 months 
16 months 
4 months 
18 months 
11 months 
23 years 
8 months 
3 years 
:7 months 
'7 months 
2 years 
6 months 
8 years 
2 years 
6 months 
,18 months 
.5 months 
5 1/2 months 
2 years 
10 months 
6 months 
4 months 
3 years, 3 months 
1 month 
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APPENDIX B: INTERVIEW SCHEDULES 
PATIENT INTERVIEW SCHEDULE 
We're interested in learning more about the care of people who are seriously 
ill-things Uke what kinds of care are given, what lIIakes care good, what 
lIIIlkes it poor and the things about care that are most illlportant to very 
ill people. Your thoughts as a person who is experiencing a serious illness 
will be of great value to us, and I appreciate your willingness to let ID8 
cc:ae ~ talk with you. 
Because I want to be sure that I don't lIlias any of what you say or change 
your words sClllehow, I'd like to tape record the interview, if you don't 
IIlincJ. The tape and the interview are completely confidential, and they'll 
be used only by me and ray staff. If at any time you would Uke for lIIe to 
turD off the recorder, just let me know. Let me elllphasize, though, that 
what you say will be kept confidential. In our report, neither your nlllllll 
nor any persanAl information will be used when we describe the study's 
fiDdings. 
Before we begin, I need to ask you to read and sign this form, which states 
that you agree to participate in the research. It's sClllething the University 
requires us to do for your protection, to make sure we've explained to you 
what the study involves. (HAND ~SPONDENT INFORMED CONSENT FORM; READ 
'l'OGEmER IF APPROPRIATE). Do you have any questions? 
L. When &OIII8one hlls been ill for a period of time, he or she has usually 
received care in a nUlllber of pLAces, such as hospitals, nursing homes, 
cliniCS, doctor's offices, and at home. Since you discovered you were 
ill, where have you received care? (PROBE: When was this?) 
Settings When There 
2. Who are all the people who have been involved in your care. and what 
have they done? (PROBE: Let's start with where you are now and who 
is taking care of you here, and then we can work backwards). 
Name/Position Where/care setting What Done 
(PROBE: Who else has played a part of your care? IF RAVEN'T MENTIONED 
ONE OR It:)RE OF THE FOLLOWING, ASK: What about 7) 
Physician 
Nurse 
Nurse Aide 
Volunteer 
Social WOrker 
Physical, Occupational, or 
Recreational Therapist 
What did (or do) they do? 
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Home lIealth Aide or 
HOelemaker 
Dietician 
Clergy 
Relatives 
Friends 
Anyone else? What did (or do) they do? 
3. In general, we're interested in the characteristics and behaviors of 
these people that enable them to provide good care. Now that we've 
been talking about all the people who have been involved in your care, 
I'd like you to think about three you've liked particularly well. 
Wha~ about them do you like or did you like the 1II0st? (PFDBE: IF 
DON'T MENTION BEHAVIORS, ASK:· What did they do that you liked?) 
4. What about three persons whom you have not liked 110 lIluch or with whom 
you "have been somewhat dissatisfied? What about them or what they did 
(or do) would you like to change? 
5. For many people, where they are being cared for is very important. 
Where would ~ 1IIOStPrefer to be cared for? 
6. (IF DIFFERENT THAN CURRENT SETTING, ASK: What would make it possible 
for you to be cared for at _______ ?) 
7. You lIIentioned that you've been cared for (LIST PLACES, Q. l--e.g., in 
the hospital, a nursing hane, by doctors in their offices, in ~our own 
hane)? 
What are the best things about (PRESENT SETTING)? 
What is most difficult for you about being here? 
What were the best things about (ASK FOR EACH PREVIOUS CARE SETTING)? 
What was most difficult about being cAred~ there? 
Type of Setting Best Things Host Difficult Things 
8. We've been talking about people who provide care and places where care 
is given. Now I'd like to talk a little about the needs of people who 
are (seriously ill, have cancer-CHOOSE APPFDPRIATE). If you were 
asked to give a talk to a group of medical and nursing students, what 
would you tell them about the needs of people who are (very sick, 
seriously ill, have cancer--CHOOSE APPROPRIATE)? 
9. What would you say have been your greatest needs? (PFDBE: 
10. What Are the things that are concerning you 1II0St right now? 
11. Let's go back to the group of lIIedical and nursing students. What would 
you tell them about the needs of the family of people who are very sick? 
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12. I~at needs of patients and families do you think staff are most likely 
to be unaware of or unresponsive to? 
13. Some people have said that serious illness is often a -bringing together" 
time for families. Others have said that their family has fallen apart, 
that their relations with their family have broken down because of 
their illness. What has your experience been? (PRQBEa What has 
happened with your family since you've been ill?) 
14. In what ways may the needs of older people who are seriously ill differ 
from those of younger people who have a silUlar illness? 
15. Some people feel that care provided to older persons who are very ill 
differs from that provided to younger people with the same illnesses. 
From what you've observed and experienced, how does a person's age 
affect the care provided to him or her? (PROBE: in terms of amount, 
kind, where it's provided, staff attitudes, etc.) 
16. Looking back over what we've talked about, what would you say good 
care for people who are seriously ill consists of? (PROBE: What is 
involved in the provision of good care to people like yourself? If 
you had to decide whether the care given to someone who was seriously 
ill was good or bad, what things would you consider in your decision?) 
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17. I h .. v,! 11m' 1"'.1 ',,·1 "I '1"''',11,"", .,Idd, i"lilltll'~, lhi",I'. whil.h ~UUI(! IIt~ulJh! 
thin~, ,II't! iuq"".I",,1 I." '1,,,,,1.,01,','. (IIAUlJ' IIl~.I'UlllllNl SlllET) I'd like tor 
yuu lo tl·ll II",! wll.'lll.,,'. ill Villi" "1' ill it III , '!dl.h line IIldtters a great deal. 
IUd tte'·., ~omcwh ... l. 11/' ,h"'·.II' l Uklltl'" i II the Colt'e 
Clf ~UIIICU'''! wll.;' 'i Vl"'V ill. 110 yllll I hi Ilk it 
IIlo1tters" !lredt d.! ... I , '"o1ltc"~ "'OIlM·wlldt. or 
duesn't molt ter lh,", ... 
• , '"I'e Is ••• i1.ble d.y .1Id nl~ht, 7 dlys a UHk •.•• , • 
b. PltienU Ire kept Info......s of their condition uoJ ..... t·S 
being done .•..••••.••..••.••••• 
c. Doctors Ind nunes sit. ulk, Ind Itsten IS well IS 
Utend to pHlentl' physicil needs .••••. 
d. eire Is .jhen to ... tlents In their own hOmes •••• 
e. PltlenU' f ... ttlls hive I SlY In the ... tlenu' care. 
f. Trllnln~ Is IVllhble for pltlents' f ... ttle~, an I!or.It carl! 
ttchnlquel Ind equipment ..••...•••••••• , • 
9, Training h gIven to pltlents so they cln Core for the:lsel_~s 
h. P.in medication h given on I requllr buts without 
oltlenU asking for It ••••.••••••• 
t. Patients' f .. ,ttles help Core for the pltlent .•••. 
11rill(ifS .. _-- iAf!m ,...."_., IlIllSII" 
A CREAT SliME· flATtER 
DEAL IlHAT AT All 
I j. Severll PeDole, In Iddition to doctors .nd "urses, ;rovldc clre suc:, U ol soclll .;arker. "hysicAl or OC~u,.t;~1II1 t!.:rlplst 
k. Friends _hit often ••••.•...• ~ 
1. Pltlents decide ..no their visitors will be Ind whln they 
cin visit •••••..•.••••.•..•••••• 
.. , PltlenU decide how IIlUch Ind whit kind 0' tire they get. 
n. PatlenU hive actlv,tles Ind thln9S to keep the!l occupied 
o. Services be provided for patients' ,.",ltte5 IS w.ell 
IS for pu lents . , . • . . . . . . . . • • . • • • 
p. A chlol.in or other cler9l person visits with the 
oltlent Ind the fa .. ll,. often ••..•.•••••• 
q. eire Is .v.l1.ble to Ill, re<J.rdless of their .bllity 
to ... ,. •••••••••..•. , •••.••.•••• 
r. Filll",111 idvlce h .v.lllble for ... tlents Ind flnittes 
s, lc.,11 hclp is .v.i1lble for pHlents inc! f ... lh~s 
t. PHlents' priv.te phySician Is involve.: In t~elr 
tire throughout their Illness ••••• 
II, Pltients choose when .ud "h.t ',hey wont to ut .• 
v, ~omeone is responsible for keepin~ trICk of III the things 
thot .re qoi"" on re<Jarding potienu' core (no ... tter where 
they're being tired for) ..•• , . ' --
-'1 
l 
=i 
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Those are all of the questions have. there anything that yoo feel I should 
have asked or that you would I He to add? You've been very generous to let me 
come to do this interview. I really appreciate your time and effort. 
Thank you very nluch. 
STAFF INTERVIEW SCHEDULE 
we are interested in learning about caring for people who are termin~lly 
ill, that is, people who have a life-threatening illness with a limited 
proqnollis. specifically, we are tryinq to identify the types of care and 
services qiven to people who are terminally ill, the needs of these persons, 
the features of care =ost likely to meet their needs, and factors which fa-
cilitate or i=pede the provision of good care. Your thoughts and experiences 
as a staff person here will be of qreat value to us, and I appreciate your 
willinqness to share them with _. 
Because I want to be sure that I don't lIIills any of what you say or in-
advertently c:hanqe your words somehow, I'd like to tape record the interview, 
if you don't aind. The tape and the interview are completely confidential, 
and they'll be used only by =e and my staff. If at any time you would like 
to turn the recorder off, all you have to do is press this button on the 
=icrophone and the recorder will stop. Let =e emphasize that the interview 
and the tape are confidential; in our report, the findings will be reported 
in the aqgreqate and your responses will not be identifiable to you. 
1. First, what exactly is your position and your title here? 
·2. Did you work with the (program/organization) before you became (JOB TITLE)? 
2.a. (IF YES, ASK:) How long and in what capacity? 
3 • How lonq have you been (JOB TITLE)? 
4. What would you say are the qoals of this (program/facility/ward)? 
(PROBE: That is, what are its treatment aims or the desired outcomes?) 
5. What are the traininq/experience requirements for a (POSITION/TITLE) here? 
6. In your opinion, what characteristics should staff possess in order to be 
able to provide good care for the dyinq? 
7. About how many patients, on the averaqe, do you care for each week? 
B. How many of these are terminally ill, that is, in danqer of imminent death? 
9. How many of your terminally ill (late stage disease) patients are elderly 
(65 and over)? 
10. About what proportion of the elderly patients you care for have family 
_bers ~ they se. reqularly? (PROBE: That is, at l.ast once a week?) 
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Now I'd like to ask you to think in general about dyin~ people and their families. 
11. First, when do you begin considering someone as being Mterainally ill?" 
(PROBE: What factors are involved in this decision?) 
12. From your observations both here and in other care settings, how is care 
given to terminally ill patients different from that given to those who 
may be seriously ill but who have more positive prognoses? 
13. On the basis of your eXperience, what do you see as the greatest needs of 
persons who are terminally ill? (PROBE: How would you rank these needs--
what is most important, next IIIOst important, etc.?) 
14. What about their families, what are their greatest needs? (PROBE: How 
would you rank these needs in terms of their importance?) 
15. Which needs, of both patients and families, do you think they themselves 
would be less likely to preceive, and why is this so? 
16. Which needs might they be less likely to admit, and why? 
17. In what ways may the needs of older people who are terminally ill differ 
from those of younger people with similar illnesses? 
18. Some of the people we've talked with have indicated that care prcvided 
to older persons (65 and over) who are terminally ill frequently dif':ers 
from that provided to younger persons in similar situations. In ycur 
experience, how does a patient's age affect the care provided to him/her? 
(PROBE: How does care differ in terms of amount, kind, place of delivery, 
duration of service, staff attitudes, involvement of family, etc.?) 
19. (IF NOT ALREAD'l INDICATED, ASK:) How do you feel about this? 
Now I'd like to ask you to think about what things help and what things hinder 
the (program/facility/ward) in attaining its goals? 
20. As (JOB TITLE) of this (program/facility/ward), what do you see as the 
greatest barriers to providing the kind of care you would like to provide? 
21. (See next page.) 
22. On a more positive note, what kinds of things facilitate prOVision of 
good care? (PROBE: What factors, things about the program, patients, 
enable you or other program staff to provide the kind of care you would 
like to see provided?) 
23. I'd like you to think of three patients whose care you felt went particularly 
well and that left you feeling satisfied. What were the circumstances 
surrounding the care for each of these patients and what about their care 
satisfied you? 
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24. ~Ihat about three patients whose care you feel did not go so well and that 
left you feeling dissatisfied? what were the circumstances surrounding the 
care for each of these patients, and why did you feel dissatisfied? 
25. We've been talking about several factors which affect the provisiori of 
good care to people who are dying. What exactly would you say good 
quality care is? (PROBE: What elements c~prise quality care?) 
26. (IF MORE THAN ONE ELEMENT MENTIONED, ASK:) How would you rank these 
various elements in terms of their relative importance for the provision 
of quality care? (PROBE: Which is the most importatnt, the next most 
important, etc.?) 
27. What results would indicate that quality care was given? 
(PROBE: How ~ld you determine whether the care provided was of high 
quality?) 
28. We're almost done now. patients, families, different care providers, 
including doctors, nurses, social workers, administrators, etc., may 
have different perspectives on what makes care good. In this study, 
we're talking with care providers, dying patients and their families 
about quality care. What differences in opinions about what quality 
care is do you think we can expect to find between these groups of 
people? (PROBE: How do you think patients' perceptions of quality 
care might differ from their families'? How do you think your 
perceptions of quality might differ from those of other care providers? 
Maybe it will help if you think about specific cases in which there 
have been disagreements about how the care should proceed--tell me 
about these cases.) 
29. (See Q. 17, Patient Int£~.iew Schedule) 
30. Finally, one last question: In general, what recommendations would you 
make for assuring that quality terminal care is provided by a program 
or facility? (PROBE: What policies should be followed? What regula-
tions should be enacted?) 
I~ell, I think we've covered everything that I had hoped to cover. Is there 
anything that you teel I should have asked or that you would like to add? 
This has been very helpful and, again, thank you for taking the time to talk with 
me. 
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You've mentioned several things which may inhibit yourprovision of good care. 
Now, I have a list of things that SOMe people have said have kept them from 
acconplishing treatment goals or providing the care they would like to provide. 
I'd like you to tell me whether each has been: very serious, serious, not so 
serious, or no problem at all for you or your (program/facility/ward). (PROBE: Hhy is this s01) 
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a. Organizational structure of the program. 
b. Own program'~/parent agency's policies, 
regulations. 
c. Financial constraints (e.g. things you 
can't do because of lack of funds). 
d. Disagreements between staff as to how 
care should be provided. 
e. Governmental policies or regulations 
regarding reimbursement, reporting, 
util ization. 
f. Lack of adequately trained personnel. 
g. Relationship with other community 
agencies/programs. 
h. Public attitudes toward the (program/ 
faci 1i ty/ward). 
i. Accessing patients (getting clients). 
j. Type of license, accreditation held. 
k. Relations with family members. 
1. Relations with patients. 
